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This document presents the text from two Senate 
hearings on the AIDS Federal Policy Act of 1987 which concerns 
voluntaury testing for AIDS virus, education and counseling to stop 
the spread of AIDS (Acquired Immune Deficiency Syndrome), and 
confidentiality and discrimination against AIDS victims. In the first 
hearing, opening statements are included from Senators Edward 
Kennedy, Strom Thurmond, Orrin Hatch, and Dan Quayle. Testimony is 
provided by Louise and Clifford Ray, accompanied by their three 
hemophiliac sons, Robert, Richard, and Randy, all of whom have tested 
positive for the AIDS virus; their daughter Candy; their physician, 
Jerry Barbosa; and their attorney, William Earl. Also providing 
testimony are: (1) Alberta Fuentes and Katy Taylor, Commission on 
Human Rights, New Yor)c City; (2) Lonnie Bristow, American Medical 
Association, Chicago, Illinois; (3) Mary Foley, American Nurses 
Association, Washington, D.C; (4) Bonnie Strickland, American 
Psychological Association; (5) Kristine Gebbie, AIDS Committee, 
Association of State and Territorial Health Officers, McLean, 
Virginia; and (6) Joan Banach, American Medical Record Association* 
Prepared statements are included from the American Hospital 
Association, the Coalition for AIDS Prevention and Education, and the 
National Hemophilia Foundation. Witnesses providing testimony at the 
second hearing include AIDS patient Michael Sisco; Mary Jane Edwards, 
founder of Mothers of AIDS Patients; Vernon Har}c, associate professor 
of surgery. Harvard University; Anthony Robertson, Research Testing 
and Development Corp.; Robert McAfee, American Medical Association; 
and Gloria Rodriguez, AIDS outreach coordinator, Newark # New Jersey 
Department of Health. Prepared statements are included from Senators 
Edward Kennedy and Tom Harkin; James AuBuchon, American Red Cross 
Medical Operations; and the American Medical Association. Two reports 
of the AIDS Discrimination Unit of the New York Commission on Human 
Rights are also included. (NB) 
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AIDS FEDERAL POLICY ACT OF 1987 



FRIDAY. SEPTEMBER 11. 1987 

U.S. Senate, 
Committee on Labor and Human Resources, 

Washington, DC, 

The Committee met, pursuant to notice, at 9:38 a.m., in room 
SD-430, Dirksen Senate Office Building, Senator Edward M. Kennedy 
(chairman) presiding. 

OPENING STATEMENT OF SENATOR KENNEDY 
The Chairman. We will come to order, 

I would like to welcome everyone to the Committee's third hear- 
ing on AIDS this year. Today we will focus on the AIDS Federal 
Policy Act of 1987 which addresses ihe issues of voluntary testing 
for AIDS virus, and the vital task of education and counseling to 
stop the spread of the virus. This bill will address the difficult 
problems of confidentiality and discrimination against those who 
are infected. 

Although the AIDS epidemic has been with us over five years, 
the virus that causes it is still obscure. The full extent and the lo- 
cation of the virus is hidden because many of the people who carry 
it feel well and are unaware that they harbor it. Many others are 
terrified of the consequences of finding out that they do. 

In contrast to this hidden danger are the human tragedies 
caused by this virus. They are visible and continue to multiply. 
They are now felt in. every State and major city around the coun- 
try, and they are increasingly present in smaller cities and towns. 

How can we confront a disease that is so visible and so hidden at 
the same time? The key to this puzzle has been given to us by vir- 
tually every health organization in the country. We will never 
defeat this disease unless we protect those who harbor this virus 
from the painful and irrational consequences of that information. 
The twin principles that we must follow are confidentiality and 
anti-discrimination. 

The medical, public health and scientific communities are united 
in their recommendation that education is our best hope to meet 
the challenge of AIDS. Everyone capable of passing this virus on or 
receiving it must learn how to stop its spread. This will never 
happen unless we speak freely to those who harbor the virus. 

We must bring this devastating illness into the opjen. We will not 
succeed unless infected individuals believe that it is in their own 
interest to come forward and obtain the guidance and assistance of 
health professionals. 

(1) 
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Today, we will have the moving story of one American family 
from Florida which has faced discrimination in many painful forms 
because three of its children were born with hemophilia and 
became infected with AIDS through transfusions. This family trag- 
edy confirms everything we know about the need to fight the hyste- 
ria and fear with education. It demonstrates the destructive forces 
that can be readily unleashed when people react to fear with 
hatred and discrimination. It shows the importance of adhering to 
accepted standards of confidentiality and for providing individuals 
with protections against bias in all of its forms. 

We will also hear today from the Human Rights (Commission of 
New York City about the special problems facing minorities infect- 
ed with the AIDS virus. 

The legislation we have introduced reflects the recommendation 
of the Centers for Disease Control, the Surgeon General, the Amer- 
ican Medical Association, and a broad range of other health oiigani- 
zations. There is virtually unanimous support from the professional 
public health community in the United States. A number of these 
health organizations are also here to testify today. 

Senator Weicker. 

Senator Weicker. I have no opening statement. 
The Chairman. We will insert Senator Thurmond's opening 
statement in the record at the point. 

OPEN ING STATEMENT OF SENATOR THURMOND 

Senator Thurmond. Mr. Chairman, I am pleased to attend this 
hearing on your legislation which would increase AIDS testing and 
counseling for high risks groups, protect the confidentality of test- 
ing and counseling records, and prohibit discrimination against 
AIDS victims. 

AIDS has afflicted more than 36,000 Americans. By 1991, it is ex- 
pected that 270,000 individuals will be diagnosed as having AIDS. 
Add to those cases the 1.5 million Americans who are estimated to 
have been exposed to the AIDS virus, and the dimensions of the 
public health crisis faced by this Nation take on overwhelming pro- 
portions. 

While we do not yet know how to arrest the virus itself, or cure 
its victims, we are aware of the most common forms of transmis- 
sion. We should use this knowledge to avoid contracting the disease 
by behaving in responsible ways. We should avoid spreading panic 
and unnecessary anxiety through misinformation and prejudice. 

Recognizing the seriousness of this problem, I was pleased to be 
an original cosponsor of S. 1220, the Omnibus Acquired Immune 
Deficiency Syndrome Act of 1987. That legislation has been unani- 
mously reported out of this Committee and now awaits action by 
the full Senate. 

However, I have serious concerns about certain aspects of the 
legislation under consideration today. This bill would establish a 
federal right of action with significant penalties against those who 
are seeking to protect themselves from contracting AIDS. I ques- 
tion the wisdom of creating a federal right for persons, simply be- 
cause they have a fatal and communicable disease. 
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I understand some of the witnesses here today support such an 
approach. Accordingly, I look forward to hearing their views on 
these and other matters concerning this problem. 
Thank you, Mr. Cliairman. 

The Chairman. The prepared statements of Senators Hatch and 
Quayle will be inserted in the record at this point. 
[The prepared statements of Senator Hatch and Quayle follow:] 
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From the office of 

SEN. ORRIN HATCH 

Washington, D.C 20510 



AIDS Federal Pclicy Act of 1987 
September 11, 1987 



Today, this nation faces not one but two epidemics. We are 
facing an epidemic of AIDS and an epidemic of fear. The treatment for 
both is the same, research and education. 

The more we know about AIDS, the more we can reduce the spread of 
the virus and the fear associated with the disease. I am pleased that 
Senator Kennedy has called this important hearing today to examine the 
role that testing and counseling should play in educating the public. 

It has been estimated that 1.5 million Americans have been 
exposed to the AIDS virus. Unfortunately, this is just an estimate. 
No one knows with certainty whether there have been 500,000 or 5 
million Americans exposed. Because of this, one of our priorities 
sho \ld be a cross sectional study of Americans to determine what is 
the actual prevalence of infection with this virus. Knowing what the 
actual number is will assist us in making policy decisions in 
countless ways. 

Whatever the actual number is, most of those Americans who have 
been infected probably don't know it. That is why it is critical that 
we increase the availability of AIDS testing. 

Part of every testing procedure should be counseling. Counseling 
provides the opportunity to educate those who are not infected on how 
to keep from becoming infected. And just as important, testing 
centers have the ability to educate those who have been infected about 
what to expect and what support, services, and treatments are 
avai lable. 

Every American needs to know that by avoiding IV drug abuse and 
engaging in sex only in a faithful monogamous marital relationship, he 
or she has very little risk of becoming infected with AIDS. 

Every American also needs to know that using IV drugs or having 
multiple sexual partners, with or without using comdoms, puts him or 
her at risk. Testing and counseling programs play an important part 
in this education. 



Testing and counseling will not be effective without protecting 
the confidentiality of the results. But every state has laws which 
govern the confidentiality of medical records. Instead of the federal 
government's taking yet another responsibility away from the states, 
we should be encouraging the states to review their laws to make sure 
that they are still appropriate in light of the AIDS epidemic. 

Senator Kennedy has introduced legislation which, in addition to 
addressing testing and counseling, also contains a new anti- 
discrimination statute. I have reservations about this provision 
because it may provide AIDS patients with greater protection than we 
have ever afforded other handicapped individuals. I hope during our 
consideration of this legislation that we will address this issue and 
make sure that we understand its full implications on the existing 
framework or rights and procedures. 

I look forward to reviewing the testimony and responses to 
questions from this hearing. I hope that, by working with the members 
of this Committee, we can fashion responsible and effective testing 
and counseling legislation to help combat the AIDS epidemic. 
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OPENING STATEMENT OP U.S. SENATOR DAN OUAYLE (R-IN) 
AT THE SENATE LABOR AND HUMAN RESOURCES COMMITTL. HEARING 
ON THE "AIDS FEDERAL POLICY ACT OF 19^7" 
September 11, 1987 

Mr. Chairman, I am ploasod that you have scheduled this 
hearing on the subject of developing a Federal policy concerning 
AIDS testing, confidentiality and discrimination. 

AIDS IS a catastrophic disease and a public health problem 
that poses significant challenges to American society and 
difficult policy choices for legislators. It is certainly one of 
the most complex ethical, legal and health problems that this 
country has ever had to face. It is not a problem that lends 
itself to either simplistic or to partisan solutions. 

Health officials have repeatedly pointed out the need for 
more widespread testing and counseling in order to prevent the 
further spread of this horrible di:»ease. This need is also 
usually discussed with the need for appropriate safeguards to 
protect the confidentiality of individual test results while also 
providing the necessary authority to disclose the information 
when public health needs arise. I agree completely with Senator 
Kennedy that we must address these issues in any Federal 
legislation authorizing funds for addicional testing; but I 
completely disagree with the methods \e has taken in his 
legislation to meet these needs. 

Senator Kennedy's bill establishes Federal law with Federal 
enforcement to protect confidentiality and also defines in that 
Federal law the conditions under which disclosure can be made. I 
rejecc that approach. Confidentiality of medical records has 
traditionally been a matter of State law, enforced by State 
officials as well as by professional societies and professional 
ethics. I believe it is neither appropriate nor effective to 
supersede State law and substitute a new Federal enforcement 
agency. 

My approach to dealing with these vital issues of 
confidentiality and disclosure is different. I am currently 
developing legislation that would authorize the necessary funding 
for AIDS testing and counseling. The approach I am taking would 
provide a block grant to the states and would require the States, 
as a condition of qualifying for grant funds to establish and 
enforce appropriate confidentiality and disclosure requirements. 

My first difference with the Chairman*s approach is that I 
would build on existing State laws and enforcement procedures 





instead of creating a new body of Federal law and a new Federal 
enforcement agency. The second major cifference is that the 
substantive standards for confidentiality and disclosure would 
not be a new Federal pronouncement but would be based on those 
outlined in the Uniform Health Care Information Act that was 
drafted by the National Conference of Commissioners on Uniform 
State Laws, This hct was developed within the context of AIDS 
and its development ^as participated in by many of the 
organizations with the most expertise in the confidentiality of 
medical records, several which are represented at this hearing -- 
- the American Medical Association, the Vnerican Medical Record 
Association, the American Society of Law and Medicine, the 
A^nerican Hospital Association, the American Bar Association, and 
the American Psychiatric Association. 

The bill I am considering would require that states 
accepting Federal AIDS testing and counseling funds to, as a 
minimum, agree to abide by the standards for confidentiality and 
disclosure set forth in this model state law. This approach 
would require absolute confidentiality of AIDS testing and 
counseling records unless certain medical circumstances require 
It. 

I have taken this approach for sevt?ral reasons: 

FiLst, philosophically, I have difficulty with the 
supercession of state laws by Federal law . 

Second, given the constantly evolving state of 
knowledge about AIDS, I believe that it is very important that we 
establish a flexible framework for making AIDS confidentiality 
and disclosure decisions. Thus, the approach I am considering 
would require that Federal AIDS testing and counseling funds be 
utilized under standards established by the Secretary based on 
the principles set forth in the Uniform Health Care Information 
Act. This approach would allow the circumstances under which 
disclosure would be permitted to be changed in accord with our 
evolving knowledge about AIDS without petitioning the Congress 
cor statutory change. 

Third, the special circumstances of AIOS and the often 
inhumane consequences that have followed inappropriate 
disclosures demand that confidentiality protection be strictly 
and effectively enforced. As a practical matter, I do not think 
that the Federal government can enforce these provisions. 
Therefore, the approach I am working on would require that the 
States enforce the confidentiality requirements; those states 
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that did not adequately enforce those roqui re-nents would Se faced 
with the loss of these funds. 

In ad'iition, the approach I aradovelopinq also focuses on 
the to educate all the individuals who handle AIDS med'cal 

records about their obligations to maintain the confidentiality 
of these records. Again, my proposal would make this requirement 
a condition of receipt of Federal funds. 

There is one other major area of difference between my 
approach and that of the Chairman. His bill makes it a Federal 
offense to discriminate against any person m employment, housing 
or public accommodations who is, or is regarded as being, 
infected by AIDS. My bill will not create such a Federal 
offense. Federal law does not now prohibit such discrimination 
on the basis of any other illness or handicap. There is, of 
course, a prohibition against discrimination aqamst the 
handicapped in Federal-assistance and contract programs and that 
prohibition does apply to persons suffering from AIDS as a result 
of a recent Supreme Court decision. 

I believe that we need a sound factual basis for the new 
!'ap in discrimination law that S. 1575 would create. The mere 
collection of egregious incidents, although certainly horrible 
and offensive, is not ^ sufficient basis for establishing such 
sweeping Federal policy. 

Mr. Chairman, it is my understanding that additional 
hearings will be held to discuss many of the issues raised by 
AIDS testing and counseling in mor« detail. I consider it 
particularly easential that we explore the ramifications of the 
oroposed ant i -discr imi nat ion provisions so that we can hnwr a 
full understanding of their implications before we act on them. 
I think these hearings will be vory important in educating the 
Congress about tliese very important issues and I certainly 
comiTiond you for scheduling them. 
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The Chairman. Our first witnesses this morning are Mr. and 
Mrs. Ray. Many of us have read about the Ray family from Florida 
and their difficulties over the past several weeks. Even though 
their experiences have been the subject of some public attention, I 
thought it extremely important that the Committee receive a first- 
hand account of what they have been through. We all can see the 
enormity of types of discrimination which is arising. 

I want to welcome the Ray family today. I understand your 
doctor and lawyer are here as well. I suggest that you, Mrs. Ray 
and Mr. Ray, introduce everyone else at the table, and then we will 
proceed. 

First of all, let me say that I think we are all mindful of how 
difficult it is for families to talk about health challenges, health 
difficulties, and health needs in their family. I think all the testi- 
mony that we hear, whether it is in this Committee, in the Educa- 
tion Committee, the Armed Services Committee, or Environmental 
Affairs Committee is important for the legislation; but in many in- 
stances, it is the most difficult to give. We understand that, and we 
appreciate your willingness to share your experience with us here 
this moniing. 

We get our information from many different sources. Today, we 
are going to get extremely important information from some very 
young sources. They are the children that we see sitting on the 
front row back there. We want to extend a very warm welcome to 
them. We bad the opportunity to meet them in the anteroom just 
before, and we want to say what a delight it was to have a chance 
to greet all of them. 

We know that if they feel from time to time they would like to 
duck out of the hearing for a drink of water or something like that, 
that is okay, too. They are very welcome here. 

Mrs. Ray, we will be glad to hear from you. Perhaps you would 
like to introduce both your doctor and your attorney, and then you 
might introduce each of your children and ask them to stand up. 
We would like to meet them. 

STATEMENTS OF CLIFFORD RAY, LOUISE RAY, ROBERT RAY, 
RANDY RAY, RICHARD RAY, AND CANDY RAY OF ARCADIA, FL, 
ACCOMPANIED BY DR. JERRY BARBOSA AND WILLIAM EARL, 
ATTORNEY 

Ms. Ray. I would like to introduce my children first then. 

The Chairman. Fine. That's a good priority. 

Ms. Ray. Richard Ray, age 10; Robert Ray, age 9; Randy, age 8; 
and Candy, age 6. 

Senator Kennedy and members of the Committee, my name is 
Louise Rajr. My husband Cliff is to my left, and also to my left is 
our physician. Dr. Jerry Barbosa. Also seated at the table to my 
right is William Earl, our lawyer. 

As you can -ee, our boys, Ricky, Robert and Randy, are active 
and healthy boys. Merely because our boys had a blood test which 
sho>yed them to be positive for the AIDS virus antibodies, our 
family has been threatened, harassed, and discriminated against. 
My daughter. Candy, and Cliff and I have all tested negative. 
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Our boys are moderate hemophiliacs who sometimes require in- 
jections of clotting agents. Dr. Barbosa believes that Ricky, Randy 
and Robert's positive test results have resulted from the boys* 
taking clotting agents for their hemophilia. 

After learning of our boys* positive tests and discussing with Dr. 
Barbosa the implications of the test, I went to my pastor at my 
church in Arcydia, Florida, seeking counseling. The pastor said it 
would be a go<Kj idea if we no longer came to the church. 

We then went to the children*s schools to tell them of the boys* 
HIV positive status. The school officials said our boys should stay 
home just temporarily. This temporary absence has turned out to 
be more than a year. This was only done because the boys* blood 
tests were positive. Our boys have no disability and none of the 
symptoms of ARC or of AIDS. The school officials would not listen 
to Dr. Barbosa or the other doctors. The only place that we had left 
to go for help was in Federal court. Mr. Earl filed a lawsuit in 
June, and the judge deci*'?'^ that the boys* exclusion from school 
was illegal. She ordered the Desoto County school system to allow 
the boys back into a regular classroom. 

Under this injunction, we took the boys back to their regular 
classes in August, and they were only in classes a week. During 
this wpek, a group in Arcadia organized a boycott against the 
school, there were two bomb threats, and we received threatening 
calls. 

During their one week in school, the boys were kind of unsure if 
they wanted to continue going to school. My husband. Cliff, told 
them to go ahead and finish the first week and then they could 
make a decision if they wanted to stay. At the end of the first week 
on Friday afternoon, the boys decided they wanted to continue to 
go to school. They had begun to make friends and were beginning 
to feel accepted again. Cliff and I were really happy about this be- 
cause they deserved a normal life and normal friends. That same 
night while we were away from home, our home in Arcadia was 
burned. The state fire marshall is still investigating the fire, and 
we have lost everything that we had in the fire. 

After our house burned, we stayed in a motel at an undisclosed 
located. We were asked to leave the motel because of the boys* 
status. Also, the person who has normally cut our boys* hair for 
several years refused to cut their hair when she learned of the 
positive HIV status. 

We have decided not to go back to Arcadia, and we are looking 
for another community in Florida where our boys can return to 
some kind of a normal existence. We have received thousands of 
letters, calls and donations from all over the country, and we want 
to thank everyone who has helped us during this time. 

If anything good can come out of what our family has gone 
through, we are hoping thai it is families whose children test posi- 
tive can get help against the kind of discrimination that we have 
met against. I knov that there has got to be other families out 
there that are suffering the same thing and are trying to hide it 
because they are afraid. We just hope that you will help families 
like ours and stop discrimination against people whose only prob- 
lem is that they have tested positive for HIV. 

I would like to thank you very much. 
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The Chairm.iN. Thank you very much. 

Before I get into some of the specifics, let me jutit ask your chil- 
dren if they would tell us what grade they woi'.ld be in if they were 
going to school Let us start off with Ricky. Stand right up. What 
grade would yov be in if you were going to school? 

Master Ricky Ray. Fifth. 

The Chairma:^. Let me ask Randy. What about you? 

Master Randy Ray. Second. 

The Chairm 4N. And Robert? 

Master Robrjix Ray. Fourth. 

The Chairman. And Candy? 

Miss Ray. Second. 

Ms. Ray. No. First. [Laughter.] 

The Chairman. Always trying to get ab^ad, promoting yourself, I 
know. 

Are they at the present time attending auy schools? 

Ms. Ray. Not at present. We are looking for a school system. 
Judy Kavanaugh is meeting with school officials today and trying 
to make arrangements to get them back into school for us. 

The Chairman. Ms. Ray, I notice that there is no mention in 
your statement of where you are living now. Was that intentional? 

Ms. Ray. Yes, it was. We have not disclosed where we are living 
at the present because we would like to keep it quiet until we can 
get the boys into school, hopefully without a lot of media attention, 
and kind of ease them in quietly. We just want to get back to a 
normal life and a normal routine. 

The Chairman. How much real danger do you think you are in? 
Is it your conclusion that if people know about this in the commu- 
nity or the school district that you would be in some kind of 
danger, or would experience discrimination? 

Ms. Ray. In the district we are in now? 

The Chairman. Yes. 

Ms. Ray. Where we are at now, we have been passing people in 
the stores or whatever. People have been very supportive. But we 
would just like to get the kids into school quietly. It is disrupting to 
a life when you are thrown into something like this. We just want 
to get back to normal and get the kids in and try to get them back 
on to a routine of some kind. 

I really do not feel at present where we are that we would be in 
any danger. 

^ The Chairman. Before getting into the incidents of discrimina- 
tion, maybe we could go back a little bit to Arcadia, Do you have 
any idea how the people in Arcadia first became acquainted with 
the health problems of your children? 

Ms. Ray. Well, to be honest, what had happened there is I went 
to my minister for counseling. A couple weeks later, he came back 
to my home and asked me if we needed any help financially, be- 
cause one of the boys was in the hospital and had some minor sur- 
gery, and the hospital he was in is approximately a hundred miles 
away. And I told him, yes, that we could because the gas that we 
were using back and forth was getting hard. 

So he told me that he would need to speak with some of the men 
of the church and that he would get back with me. They came back 
later that afternoon. He brought the previous minister with him 
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who was still attending the church, and they told us they were re- 
ceiving calls from parents who were threatening to sue the church, 
were threatening to pull their kids out of the church there because 
my boys were in church with them. He said he thought it would be 
better if we did not come back. 

At this point, I really did not ask him how the people found out. 
Looking back, I really should have. 

When they left that afternoon we went to tell the school, because 
we were afraid that if the parents were calling the church, thev 
were going to call the school next. I mean, you are only in churcn 
for a few hours a week, and in school you are in there seven hours 
a day. 

So we kept the boys out for approximately a week to see what 
was going to happen. The school never received not one call. LfOok- 
ing back now, I think what happened is these two ministers were 
afraid, and this is something that they came up with to pacify 
themselves. I really do not think they received any calls. But by me 
going to the school board, it opened it up. 

The Chairman. Mr. Ray, would you like to make any comment 
about how you think the people of Arcadia first became aware of 
the test results. 

Mr. Ray. It was when we went to school board, I believe, because 
it started leaking out little by little from there. We were told by 
the school board that it would be kept confidential through this, 
but one of the newspapers in town, his wife works for the school 
board, and he knew about it at that time because she went home 
and told him. People working within the school facility were telling 
different people that around. In a community as small as what that 
is, it is easy to get out. 

The Chairman. How big is Arcadia, Ms. Ray? 

Ms. Ray. Arcadia is about 6,500. The county, I think, is 20,000, I 
believe, I am not positive, but Arcadia is about 6,500. 

The Chairman. It is really amazing to have to ask questions like 
this. I think there is a sense in most communities around the coun- 
try that people like to help each other, find out what is happening 
in different families, find out the needs of their neighbors, and 
reach out to try and help. People generally want to assist their 
neighbors, their friends, their family and their community or mem- 
bers. You really have to ask yourself what kind of society we are. I 
think it is probably particularly difficult for children to hear when 
vou have to ask what kind of society we are when we have that 
kind of a reaction which you have just related to us. 

I just have a few more questions and then I will yield to my col- 
leagues. Could you tell us just a little bit about the incident with 
your family barber? I understand the children went for a haircut. 
Tell us about the barber. Did she tell any of you exactly what she 
was afraid of? 

Mr. Ray. Well, I went there. When I pulled up, I told the boys to 
sit in the car, and I went to her and I asked her 

The Chairman. They needed their haircut, right? 

Mr. Ray. I went to her and I asked her, I said, "Will you cut our 
hair?" Because at this time it was out about the kids being posi- 
tive. She said, "No." I said, "Why?" She said, "Well, you know 
why. It is in all the papers.** 
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I said, "Well, thank you anvhow/' and I left. 

The Chairman. Did she tell you what she was concerned about? 

Mr. Ray. No. She just said she could not do it. 

The Chairman. Did you ever have a chance to talk to the pastor 
about what he was concerned about? Was it that you were going to 
be sitting in the church pews? Did he say that people were con- 
^l?^^^* having to sit next to you or something like that? 

Mr. Ray. Their concern when they came to the house was the 
^ reaction, like being sued and they were threatened. 

The Chairman. The church being sued? 

Mr. Ray. Yes. It was their concern, what we got from it, you 
know Mr. Gamiotea stated that he was scared to death but he 
would deal with it somehow. He was the previous minister before 
that. 

The Chairman. It is difficult as a lawyer to understand on 
grounds the church was concerned about being sued. I mean, if you 
read back in the Bible, the teachings of the Judeo^Jhristian ethic 
all involve reaching out to the sick and the lame and the homeless. 

UK, what about the hotel people? Tell us about your run-in at 
the hotel. 

Ms. Ray. Well, after the fire, we went 

The Chairman. What fire is that? 
Ms. Ray. After my house burned. 

The Chairman. This was shortly after the community became 
aware? 

Ms. Ray. This was on Friday afternoon at the end of the first 
week of school. After the judge had ruled that the boys could go 
back, they went to school for five days. The evening of that day, 
Friday, there was a group that was formed in Arcadia 
called Citizens Against AIDS in School. This group wants mandato- 
ry testing of all school students and all teachers and then segrega- 
tion of those that come positive. 

They were holding a press conference on that evening, and every 
evening that this group has met or has had, I should say, the 
media there, we have left. We have not stayed in town. So we left 
that evening, and our house burned. 

Well, the following day, we went to a motel out of Desoto County. 
Ihe gentleman there knew who we were; he rented the room to us* 
he w^ very sympathetic. We rented the motel room for three days! 
ihe third day I had been out, and I came home to the motel and 
there was a note on the door that said, "Please call office immedi- 
ately. So I picked up the phone and I called, and a lady answered 
who apparently, m talking to her, she was the manager^s wife. I 

^^•j u^^} ^^^^^ r®'^®^ for another three days, and she 

said. Well, we have a problem.** 

I ask^ her, I said, "Well, what is it? Maybe we can work it out." 
one said. Well, the owners now know who you are, and they do 
not want you here. The maids refuse to come in and clean your 
rooms because they are afraid.** She said, "My husband has been 
bringing your towels in and taking the trash out. The maids will 
not go anywhere near the room, and we want you to leave.** 

bo rather than argue— because there was no sense in arguing 
with the people, if they do not want you there, you do not want to 
stay— we left. 
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The Chairman. When your house burned down, this was the end 
of the first week. 
Ms. Ray. Right. 

The Chairman. Did they ever find out who had burned it down? 

Ms. Ray. The fire marshall's investigation was complete, and the 
sheriff has it but it has not been released. 

The Chairman. Mr. Earl, you are the Ray's lawyer. How do you 
see the situation? Is the problem just knee-jerk prejudice or is it a 
lack of knowledge or both? Or is there something else involved 
here? 

Mr. Earl. Unfortunately, Senator, this family has gone through 
a tragedy beyond what most families could be expected to endure, 
but they represent a generic situation. My wife and I, who is also a 
lawyer and co^ounsel working with the Rays, now have two other 
cases just in the small area of Florida of people coming to us, fami- 
lies coming to us with the identical situation. 

My perception of the overall situation is there are many, many 
more families that have been driven underground by this igno- 
rance, hysteria, and I think particularly in this case, in this com- 
munity—you are always going to have a minimum level of igno- 
rance and hysteria and fear by people who do not want to learn the 
facts. But in this town of Arcadia, Florida, added on to that you 
have the elected school officials and other elected officials, local 
governmental officials who are actually exploiting that situation, 
who are telling this ignorant, blindly prejudiced element that it is 
okay; not only that it is okay, but we may well pat you on the back 
for what you are doing here in getting these people out of town. So 
you have a total absence of leadership. 

I would go beyond that, and I would say the local governmental 
officials there are exploiting this situation politically. Coupled with 
that, in our State of Florida, we have had no leadership to date— I 
hope something will be forthcoming— at the state level. 

These people have no place to turn. They called me on the motel 
situation. That is public accommodations on a Federal highway 
down in Florida, a substantial motel. There is no protection. The 
only reason they were asked to leave that hotel is because those 
little boys had a positive blood test. They are healthy, active, vigor- 
ous little boys. They are not sick. They do not have AIDS; they do 
not have ARC. 

That is the problem. There is an absence of local-the local gov- 
ernment in this particular case is exploiting the situation, and 
there has been no action at the state level. 

The Chairman. Let me ask you. Dr. Barbosa, in addition to your 
role with rebpect to the Ray situation, you are chief of pediatric he- 
matology at All Children's Hospital in St. Petersburg? 

Dr. Barbosa. That is correct. 

The Chairman. Have you seen situations similar to the Ray 
case? 

Dr. Barbosa. Yes. There are the two cases that Mr. Earl men- 
tioned who are my patients also. I must say that when the Ray 
family informed me of what was happening in Arcadia with the 
school board, my first reaction, of course, was to get in touch with 
the school superintendent. Dr. Browning. I offered hi.nn all avail- 
able information on aids such as the CDC guidelines, the Surgeon 
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General s report, AMA recommendations, et cetera. I also offered 
to come to Arcadia myself to give seminars or conduct workshops 
tor everyone m the school system. And what was his answer? "No. 
thank you. We do not need you." 

The Chairman As I understand it, you were the doctor who ac- 
tually recommended that the Ray children be tested; is that right? 

A,!i; Ptolf \ ^^Ju' ^ ^^'""y f*"- t^e first time in 

August 1986 when they were referred to all Children's hospital for 
minor surgery. Before that, they were being cared for by a local 
physician m Arcadia. I was contacted by the physician that was to 
perform minor surgery on one of the children. He requested that I 

^ the hemophilia situation to be 
sure that the bleeding problem would be under control during sur- 
gcry. 

It was then that I met with the Ray family, and we discussed the 
K^cff such as, whether or not to go ahead with the 

testing for the HIV antibody. Mr. and Mrs. Ray agreed and decided 
to^go ahead with the testing. As expected, it turned out to be posi- 

When the first boy was found to be positive, they requested that 
the whole family be tested. The other two children who also suffer 
trom hemopmlia were positive. Mr. and Mrs. Ray and Candy Ray. 
their daughter, are negative. ' y' 

The Chairman. Based on what you know now, in terms of what 
has happened to this family and others, would you make the same 
recommendation the next time? 

Dr. Barbosa. No, lir. 

The Chairman. Why not? 

Dr. Bakbosa. I would not because of the blatant discrimination 
encompassing this country, and the entire the world, concerning 
patients infected with the HIV. The rules ana regulations or guid^ 
lines for anyone performing any type of surgery or for anyone deal- 
ing with children m a school situation exposed to body fluids or se- 
cretions, sh9uld he the same whether or not they have children 
that are positive or negative. 

There are infections such as hepatitis, which are far more conta- 
grious than AIDS for which they should be following the same rec- 
ommendations. They do not >^ave to do anything different for chil- 
disease ^'"^ positive as far as preventing the spread of the 

Moreover, the CDC, out of concern for the families of children 
with hemophilia, has conducted extensive studies in household con- 
tacts; by that I mean families sharing toothbrushes, razors, etc, and 
yet there is not a single case in the whole country that other than 
tH^J^? pO"^ct have turned out to be positive for the HIV 
It I felt in any way different than what I have stated, I would not 
have had these children for part of the weekend when their house 
children" '"^ swimming and playing with my own 

1^'^® Chairman. But i.f no one gets tested or if the testing is no 
longer done by the traditional health institutions and settings, will 
wenot be just driving the whole problem underground? 

Dr Barbosa. We need regulations. Senator Kennedy. We need 
something that really guarantees confidentiality. 
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The Chairman. Weh, I will just close with the observation that it 
is precisely this kind of situation that we are hoping to avoid. By 
passing some tough legislation to deal with this problem and deal 
with toth the confidentiality and the discrimination question. I 
want to indicate to you Dr. Barbosa, that you have made the case 
for legislation as well as it could ever be made. I know it has been 
c difficult situation, but I am grateful to you for coming to discuss 
this with us today. 

Senator Weicker. Thank you very much, Mr. Chairman. I have 
just got two questions, one of Dr. Barbosa and one of Counselor 
Earl. 

Dr. Barbosa, what threat do these boys pose to their school- 
mates? 

Dr. Barbosa. None whatsoever, Mr. Weicker. There is not one 
case in this country where AIDS has been contracted in the school 
system by casual contact. 

Senator Weicker. Well, I thank you for the response because I 
think that pnoint ought to be made again and again and again, be- 
cause what is going on here is not unique to the Rays. It is going 
on in my state and every other state of the union. Rather than 
take these most precious of our resources to our hearts, we are 
driving them out for the reason that people think their children 
are threatened. 

Dr. Barbosa. That is correct. 

Senator Weicker. So I am glad to have your response that they 
pose no threat to their schoolmates. 

Counselor, my question to you is on the political leadership in 
this matter. I am not here to go ahead and cast any stones because, 
believe me, we are lacking a little bit of that here at the Federal 
level also. But I would like to ask you as to exactly what the re- 
sponses have been to the Rays' situation right from the top on 
down, from the Governor's office. Has there been assistance from 
the Governor's office? 

Mr. Earl. We, the Rays and I, have yet to hear from the Gover- 
nor's office. 

Senator Weicker. The state school board, superintendent of 
schools of the State of Florida? 

Mr. Earl. We have contacted and asked the State Education 
Commissioner, Betty Castor, to take some action, not only because 
of the Rays but because of other similar :iituation3. One of tho 
problems. Senator, is that each county in Florida has an independ- 
ent elected school board. We hrve a school board like Arcadia 
which is, I would say, neanderthal in terms of what ''^e have seen 
in this case. On the other hand, we have other school boards such 
as Dade County, Florida, and Sarasota County, which after this 
tragedy adopted a very forward-looking, courageous policy of fol- 
lowing the CDC guidelines, providing confidentiality. But one of 
the concerns of the members of that school board was: I am in 
favor of this policy, this school board member said, but are we 
going to become a dumping ground for the rest of the state because 
we have no state leadership and to date no national help on this. 
And I think that was a very valid concern, that communities' elect- 
ed officials at the local level who are showing some courage and 
doing the right thing are rightfully worried that they are going to 
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become magnets for children with this condition from all over the 
state. So I think we need some state and national help on this. 

The short answer is we have had nothing from the state govern- 
ment to date, and obviously there has been nothing from the Fed- 
eral Government to date, other than I would say what has been a 
mainstay— and I know Dr. Barbosa has found it so— Surgeon Gen- 
eral Koop, the CDC had been a pillar of strength for this doctor 
who has many other cases like this. 

Senator Weickeu. Dr, Barbosa. 

Dr. Barbosa. That was one of my biggest frustrations. Senator 
Weicker, when I was confronted with this situation. By the way, I 
have another case that came before the Ray family case; they are 
still going to court. 

I called the Surgeon General's office, I must say that they were 
most helpful in every way. I called the American Academy of Pedi- 
atrics who sided with us. I called the CDC; they were extremely 
supportive. The AMA requested to get involved in the case even 
without us asking them to do so. 

I called the Commissioner of Education of the State of Florida. 
She was the only official, the only person that declined to return 
my call. After a few days, a Mr. MacKenzie, who identified himself 
as being a l^al counsel for the Commissioner of Education in the 
State of Florida, said, "What can we do for you?" I said, "Sir, I am 
callmg your office because I need help, I need guidance. You must 
oe familiar with the Ray family situation. He replied, "Sure, we all 
know about that." 

I said, "You must agree with me that it is blatant discrimination, 
what is happening to these children." And what was the answer? 
He said,^ Blatant discrimination? Well, that is your very personal 
opmion." And that was the answer I was given. 

Senator Weicker. In your testimony you indicated you offered to 
go down to the school district and educate. 

Dr. Barbosa. Absolutely. Yes. 

Senator Weicker. Do you think it absolutely essential that the 
education process take place across this country in every school dis- 
trict of the country? 

Dr. Barbosa. Not only among the lay people; also among the 
medical communities. 

Senator Weicker. Well, just so that it is not felt from these hear- 
ings that we are coming down on the head of the State of Florida, 
we are sitting here in the United States Senate now with a bill 
that was passed out of this Committee calling for explicit education 
the width and breadth of this nation and other measures to be 
taken so far as AIDS is concerned. We are sitting here in the 
United States Senate where we have had nothing but an occasional 
cloture vote now for two, three, and four weeks, and we cannot get 
that bill on the floor to get it voted on. So the discrimination, the 
prejudice and everything that goes on, believe me, comes all the 
way up to the Federal level. 

Here there are these situations occurring. The loss of a home, I 
am sure the Rays would say, is bad, but what is happening to their 
kids IS worse. And we have to fiddle around with this thing on the 
basis of people's philosophy and politics and all the rest of it while 
these tragedies occur. 
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I want to, number one, thank the Rays for telling their story, 
and thank Dr. Barbosa, a man medicine, for laying it out just 
plain, simple, no ifs, ands or buts as to what needs to be done, what 
the risks are I also want to thank you Counselor for your com- 
ments as to just how helpful the "representatives** of the people 
have been in this particular instance and others like it. 

Thank you, Mr. Chairman. 

The Chairman. Thank you very much. I want to give the assur- 
ances to the Ray family that, as Senator Weicker has pointed out 
so well, this is not a partisan issue. We have bipartisan support for 
our original bill, and bipartisan support for the legislation that we 
have on discrimination and confidentiality. I certainly join in the 
call for early action, and I think your presence here today will 
hopefully speed that process. 

Senator Metzenbaum. 

Senator Metzenbaum. Mr. and Mrs. Ray, the thing that has con- 
cerned me as much as anything in this entire matter, and I share 
the concerns of those who have spoken before me, but the part that 
is most bothersome, most hurtful, is the impact upon the children; 
because a ten-year-old, nine-year-old, eight-year-old, six-year-old, 
just normally have all sorts of little problems of growing up. Now, 
in this situation, they have problems getting into the school, and 
they get into school, make some adjustments, their home is burned 
down, you cannot turn to your pastor for some direction and sup- 
port, you move the children into a motel, move them out of a 
motel. 

Tell us if you would, either of you or both, about the children 
and what kind of special problems this has created for them. 

Ms. Ray. It has been hard on the children. Up until this point, 
all of the children were in school. Our family was middle-class. We 
were doing fine. After this, the children have had problems such as 
nightmares. There have been incidents of bed-wetting, lots of fight 
ing among thems^^ves, which brothers and sisters normally fight 
but we are talking in excess over little things 

Mr. Ray. The oldest boy, he blames himself for the fire. We do a 
lot of talking with him. He just laid there several nights and just 
cried and said it was his fault thp.t the house burned. And he said 
if he had not tested positive to the HIV virus that none ot tiiis 
would have happened, so it is his fault. These are some of the prob- 
lems we have run into and had to deal with. I think now that he 
realizes that it was not his fault. 

Senator Metzenbaum. lit obviously was not his fault. 

Mr. Ray. No, it was not. 

Senator Metzenbaum. None of the other things that have oc- 
curred have been the children's fault. 

Mr. Ray. I think he realizes that now. These are some of the 
problems we have had, psychological problems. They have talked to 
a psychologist out at All Children's in the past. She turned her 
statement over to the court. My wife read the statement. I have 
not. 

Ms. Ray. Part of the thing is the week that these kids were in 
school in Desoto County, even under these, we might as well say, 
pressured circumstances, they felt better about themselves, they 
slept better, the fighting ceased. They felt like they were being ac- 
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cepted, that they were normal children again, which thr. only 
reason they are set apart is strictly because of a blood test. There is 
no signs, no symptoms. 

What we are wanting to do is just get back into a normal life, 
settle back m, and just kind of, if it is ever possible, blend back into 
the woodwork so to speak. A lot of people say, well, why did you 
put your kids through this? It was like if we sat home, these kids 
were going to be under just as much pressure from being different. 
Ir you have to atay home all day, you get just a very minimum 
amount of education. They were only receiving three hours a week 
01 education on home-bound. 

Senator Metzenbaum. People have blamed you for wanting them 
to go to school? 

^ Ms. Ray. Well, people blamed me because they say I am exploit- 
ing my children. The thing of it is we have had to do this. We sat 
quietly for five months and tried to work with our school board 
We waited for them to come up with a policy, and they just con- 
tinuous y said. We are working on it, we are working on it." And 
they still, I guess, as far as I know, have done nothing. 

Mr. Ray. We even left the State of Florida trying to get away 
from the situation. We left the State of Florida and moved to Ala- 
bama and run slap into the same situation in Alabama. So upon 
finding we had to fight, we returned to our home. According to the 
local papers and stuff at that time, we had support from the local 
people there so we returned to fight our battle there in our home 
town, only to find that the politicians there rallied their people 
^^st It and caused more problems for us than we would have 

Senator Metzenbaum. What kind of work do you do, Mr. Ray? 

Mr. Ray. I have got four years of correctional officer experience, 
and I have got semi-driving behind me. 

Senator Metzenbaum. Has this created any problems for you in 
the workplace? 

Mr. Ray. Yes. I am hesitant about going back into the correction 
tield due to the harassment I could get from the inmates and pris- 
oners from within the system. That has been my hesitance about 
going back into the correciton field. That is why I went into driving 
semi. I worked for a company that was in a county north of Desoto 
U)unty for four weeks driving semi, hauling oranges and like that 
around. And when they moved and their business went into Geor- 
gia, hauling fruit and melons in Georgia, they asked me to come 
along with them. I had to decline due to the fact that we had a 
pending court case I had to be in Florida for. Since that time I 
nave been unemployed. 

Senator Metzenbaum. Has this wreaked havoc upon your own fi- 
nancial situation? 

Mr. Ray. Yes. it is. It has wreaked havoc all the way around. I 
like to go out and work for what I get. I always have worked. Ev- 
erything I have, maybe I have not had a lot, but I have not really 
asked for a lot. I like a simple life. What I made off of my income 
made me happy. Where I lived made me happy. And that is all I 
have wanted, just to be happy at what life I had. I have not asked 
tor any more or any less than let me have a job, let me live, let me 
be happy at my level. 
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Senator Metzenbaum. Mr. Earl, do you practice in Arcadia? 

Mr. Earl. No, sir. In fact, we have offices in Miami and Sarasota. 
My wife and I have been advised by lawyers in the area not to go 
to Arcadia any more. To understand this town and what has hap- 
pened in this town, I think you have go back to the 1960s in 
places like Philadelphia and Mississippi and Selma, Alabama. 
There is a blind hatred and an unwillingness to learn that truly is 
scary. 

I went over to that town in the morning after the fire to pick 
this family up, and you could see the fear in their faces. I am not a 
civil rights lawyer. 1 am a land use and environmental lawyer. I 
got into this because my wife saw this story in the paper and Dr. 
fiarbosa*s story, and we said someone needs to help these people. 
What we got into here, I had no idea what this town* and this 
whole situation was. It is truly scary. 

Senator Metzenbaum. In Miami and Sarasota where you prac- 
tice, it has not created any special problem, additional problems for 
you? 

• Mr. Earl. No sir. I think most people have called us and said 
somebody needs to do this, thank you, you are doing a good job, 
those sorts of things. Our clients and our fellow lawyers have ex- 
pressed those thoughts. 

Senator Metzenbaum. How about you. Dr. Barbosa? Where do 
you practice? 

Dr. Barbosa. In St. Petersburg, Florida, at All Children's Hospi- 
tal. It is the Referral center for very sick children from the West 
Coast of Florida. 

Senator Metzenbaum. And have you had any problems in your 
practice by reason of being the practitioner for the children? 

Dr. Barbosa. No, I have not had any complaints from the people 
that work at the hospital. I have been told by people that work 
near Arcadia to stay out of Arcadia. 

Senator Metzenbaum. To v/hat? 

Dr. Barbosa. To stay out of Arcadia. 

Mr. Ray. I would lilce to say something. We have been talking a 
lot on the bad side of Arcadia. I would like to just say that there 
are some good people in Arcadip now. We do not want to down- 
grade the community to the extent that everybody there is bad. 
They are not. There are friends of ours still and people that have 
really been at a low profile but have supported us there in that 
community. If you read the Washington Post, the people against us 
call them low-life, but they are from all walks of life, and they are 
in that community there. There are good people in Desoto County 
and Arcadia. I would just like to make that known just because, 
you know, we are hearing the m^'ority of the bad from the people 
because they have banded together and turned into such a stomg 
group there. The ones that are in support of us are scared to stand 
up because they will be outcasts in the community and considered 
low-life. No matter what their standing is in the community now, 
they would not have a standing. 

&) let us just remember there are good people in Desoto County, 
too. 

Senator Metzenbaum. Well, I think you both should know, and 
your children particularly should know, that I think the members 
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of this Conmittee are ver>' supportive of you and the problems you 
have experienced, and also share deep concern for the children. 
Some people may have created some problems for them, but a lot 
of members of the United States Senate are very much on their 
side. 

Thank you, Mr. Chairman. 

The Chairman. Thank you very tnuch. 

Senator Thurmond. 

Senator Thurmond. Thank you very much, Mr. Chairman. 

Mr. Chairman, I am deeply concerned over the AIDS question. I 
think sooner or later there has got to be some provision to have a 
person tested before blood can be given that could be used by an- 
other individual. It is just too dangerous. 

I was pleased to be an original cosponsor of S.1220, the Omnibus 
Acquired Immune Deficiency Syndrome Act of 1987. That legisla- 
tion has been unanimously reported out of this Committee and is 
now awaiting aciton by the full Senate. 

However, I do have serious concerns about certain aspects of this 
particular legislation under consideration today. I believe this bill 
would establish a Federal right cf action with significant penalties 
against those who are seeking to protect themselves from contract- 
ing AIDS. I question the wisdom of creating a Federal right for per- 
sons simplv because they have a fatal and communicable disease. 

I do think we need more information, and we ought to take every 
step we can to acquire more information and take every step we 
can to find a cure for AIDS and take every step we can to prevent 
AIDS. I will be glad to work along that line in any way I can. 

I am very pleased to be here today, and I extend my deepest sym- 
pathy to this family. I can understand how they feel. I want to 
thank them for coming, and thank you, Mr. Chairman. That is all I 
have to say. 

Mr. Chairman, I ask unanimous consent that my full statement 
be included in the record. 

The Chairman. Your opening statement will be printed at an ap- 
propriate place in the opening pages of the record. 

Senator Mikulski. 

Senator Mikulski. Thank you very much, Mr. Chairman, and to 
the Ray family and those who have helped them. I think what the 
testimony very clearly points out is that we have two national chal- 
lenges. One is the manage the disease itself, to find a cure, to pro- 
vide care and to contain its spread through public education. But 
the other is equally as challenging, to manage the fear around the 
disease. Because you are doubly victimized, testing positive for an 
antibody that your children have, that you wonder what is going to 
happen to them. But now you are coping not with the disease but 
with the insidious thing that has happened to your family as a 
result of the fear of the disease. 

I think what it points out, as Mr. Ray said, not everybody in Ar- 
cadia is bad. We are not here to bash Arcadia because I think if 
you lived in any community, the way the fear is not being man- 
aged, would have happened everywhere. Dr. Barbosa said what he 
called the medical community, they responded. I am delighted to 
hear that CDC and other Federal agencies were so prompt and so 
helpful. But then when he turned to the people who were supposed 
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to help the families, the so;ial agencies, that they were not there to 
help you. 

I think it points out two thinj^"s: One, that we have no clear na- 
tional policy, and you have the Surgeon General of the United 
States saying one thing and reaching out his hand to a fellow phy- 
sician; but you have a Secretary of Education saying another, and 
a President of the United States who is silent. Perhaps when the 
Pope and the President met each other in Miami, they should have 
taken a ride to Arcadia to preach the message of democracy and of 
the faith I happen to espouse. 

Having said that, I think we now have to go on to how we can 
manage that fear and that disease. We have one bill pending. 
We*re exploring another which goes to the point of testing; Doctor. 
I think the Rays have spoken eloquently, and, Mr. Earl, I am glad 
you took the initiative of representing the frmily here. Certainly, 
Legal Aid would not have been allowed to do it with our new rules. 

But, Doctor, I want to talk about testing. One, if you could tell 
me a couple of things which deal with testing and the safety of the 
blood supply. When you tested these little boys, did they have the 
full extent of the testing, the first test, the second test, the third 
test, the confirming test? 

Dr. Barbosa. Well, we have the so-called ELISA test that is the 
preliminary test. If that is positive, we go to a confirmatory test 
that is called the Western Block test. Yes, the> had all the tests on 
several occasions. 

Senator Mikulski. So they have had the Western Block. In other 
words, you went through the whole process so that you knew that 
there was no error. 

Dr. Barbo? v. That is correct. 

Senator Mikulski. And that one of the things that you would 
insist upon in any testing is that the complete verification process, 
go on. 

Then did you counsel the Rays as to what occurred? Because 
there is so much talk about counseling. 

Dr. Barbosa. Absolutely. We talked about the implications of 
having a positive test. We talked about the possibility of developing 
AIDS. 

By the way, I want to make it very clear here that we are deal- 
ing with a population that is somewnat different from the other 
high-risk population of developing AIDS, We are talking about the 
hemophiliac population. We have about 20.000 hemophiliacs in this 
country. Ten thousand of them, or 50 percent, are severe hemophil- 
iacs. Ninety-five percent of those severe hemophiliacs are positive 
for the HIV. 

But for reasons that we do not know, only 3.1 percent of the he- 
mophilia population that is positive for HIV has gone and devel- 
oped the full-blown picture of AIDS as compared with 30 or 50 per- 
cent of the other high-risk population. 

Senator Mikui-ski. Doctor, when you said in your testimony the 
bojjs took the test and, as expected, they tested positive, **as expect- 
ed ' caught my attention. Now, you are saying that. Why are they 
testing positive? Is there something wrong with the safety of the 
blood supply that is keeping them alive? 
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Dr. Barbosa. Until two or three years ago, we did not have any 
means to screen blood donors. Each vial of Factor VIII concentrate 
or the anti-hemophiliac factor that we use to treat bleeding epi- 
sodes in b-mophiliacs comes from a pool of 10,000 to 20,000 donors, 
thus the .ikelihood of being infected is pretty high. 

Senator Mikulski. Do you now feel that we are taking the test to 
assure the safety of the blood supply? As you know, many people 
are veiy apprehensive about surgery because of the blood supply. 
As a physician, and perhaps you would like to elaborate on the sci- 
entific community, where are we in terms of the safety of the blood 
supply? 

Dr. Barbosa. Well, I believe that the chances of getting AIDS or 
HIV positivity from a blood transfusion are one in 50 or a hundred 
thousand nght now, because that there is a window period where 
somebody can be exposed to the virus, and it takes from two to 
twelve weeks for that person to develop the antibody and test posi- 
tive. In the meantime, that person may be testing negative when 
that person is donating the blood. 

But getting back to the hemophilia situation, that is not the case. 
Blood donated for preparation of the Factor VIII concentrate is iJ- 
ready screened and heat treated, a procedure that kills the HIV 
Thus the product that we are now using, specifically for hemophili- 
acs, m one hundred percent safe as far as the AIDS virus is con- 
C6rnGci« 

Senator Mikulski. So the hemophiliac products are safe, and 
steps are being made to ensure the safety of the blood supnly. 
Dr. Barbosa. That is correct. 
Senator Mikulski. But there is still risk. 

One last area of questioning about education. Mr. a) \rs. Ray, 
when your children were at home for that year, what » oe of edu- 
cation did they receive? Was there call-ins? Were be , brought 
by.' Were there lesson plans? What was done to kind ^ elp them 
keep up? I know it is hard to get a fourth and fifth grt, e to sit at 
any table long enough to go over a lesson plan. But even though 
they were being essentially under educational house arrest in their 
own community, what was being visited? 

Ms. Ray. They had a homebound teacher who came to the house 
three days a week. The teacher stayed for three hours, which 
meant each child had one hour of schoolirg. That was a totel of 
three hours a week. 

During this time, you know, I was asking the teacher how are 
they doing. _They are doing fine. They are on grade level. They are 
doing super. And the kids, the papers they were showing me were 
good grades. 

When we moved to Alabama for the short period of time and the 
boys started school, after the second day of school I started getting 
notes: Why are your boys so far behind? One thing in particular I 
can remember about Robert, why isn't he writing in cursive? We 
have been doing it since before Christmas. Then I started getting 
phone calls. 

That showed me just how far behind these children were They 
were not receiving enough, not nearly enough. 
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Senator Mikulski. So what you are saying is no one came by and 
said, "Mr. and Mrs. Ray, we have got a tough problem here. We do 
not know how to handle it, essentially because of the fear"? 

Ms. Ray. I almost felt like we were just kind of swept under the 
carpet, and this was something ju;^t to appease us and to keep us 
quiet. 

Senator Mikulski. 3ut they did not come by and say, **We do not 
know what to do, but we do not want to turn our back on your 
boys; and, therefore, we are going to bring in the lesson plans and 
maybe you need to get a home computer to keep them up to date"? 
No tips, no advice, no involvement, and no personal support? 

Ms. Ray. They did not even have home work. 

Senator Mikulski. I think I have got a better picture, and I cer- 
tainly hope 1988 is a better year for you. But it shows we have got 
a lot of our own home work to do. 

Ms. Ray. That is the reason we came. We are hoping that what 
we have gone through is going to make America open their eyes 
and say, you know, this family could have been us; we need to join 
together and try to help each other rather than turning our backs 
and being afraid. I think the biggest problem is that people are not 
educated. 

Two years ago, I had a chance to send my boys to hemophilia 
camp, and I did not know anything about AIDS but this was during 
the time when the story about Ryan White was so big. I refused to 
let my kids go because I did not want them to catch AIDS. And I 
am ashamed of myself for that now. The thing of it is I went out 
and I learned. I learned how it is transmitted. I learned about the 
myths and what they are. 

It makes a big difference. I think if we could get that across to 
the general public and educate them, you would see a big turn- 
around. Not only would you see compassion, but I believe that you 
would see this disease start to fizzle out. I really do because people 
would learn how to control it. .it 

The Chairman. We want to thank you again for coming here. I 
*nust say this last comment is very revealing, and certainly hopeful 
the fact that you are willing to acknowledge your own misconcep- 
tion about AIDS and its transmission. Yet your understanding of 
this now challenges, the country, perhaps even the world, to devel- 
op a greater sense of compassion and understanding. 

I must say, Mr. Ray, I admire your willingness to speak of your 
friends back in Arcadia. I thought that was rather touching. I 
thought Senator Mikulski stated it well when she said that no one 
is interested in bashing Arcadia, but at least in the course of the 
question and answer, one could certainly draw the conclusions that 
there are some people who have not received the education and not 
tapped into the understanding or the generosity of spirit which 
hopefully exists in all of us. I think your speakine out in defense of 
some of your friends and neighbors and talking about that occasion 
took some guts, particularly after what your family has experi- 
enced. I am not sure that many people would be as willing to make 
that comment, 

I am hopeful that you will receive greater sense of compassion 
and understanding in your future. I think you have laid down the 
challenge for us in the Congress, the Senate. Many of us are pre- 
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pared to take up that challenge. : ^.hink that is probably the best 
way that we can express our appreciation for your presence here. 

I want to thank Mr. Earl, who is a great credit to the legal pro- 
fession, and Dr. Baibosa, who is a great credit to the medical pro- 
fession. We want to thank all of you, and we will excuse you at this 
time. 

We will have a minute recess. 
[Recess.] 

The Chairman. We will come to order. 

Our next panel is Alberta Fuentes from the Commission on 
Human Rights of NYC, and Katy Taylor from the AIDS Discrimi- 
nation Unit, Commission on Human Rights, the City of New York. 
That is the commission established by the city to deal with discrim- 
ination. We are very grateful for their testimony and their pres- 
ence. 

We have taken a good deal of time with our earlier panel, and 
we do not want to indicate that the comments that we are going to 
have later during the course of this hearing are less important. But 
we are going to try and move the hearing along. We have got some 
questions, so we wi)l ask our witnesses if they would try and keep 
their comments brief, but we are also interested, obviously, in the 
substance of their presentation. 

So we will proceed with Ms. Fuentes. 

STATEMENT OF ALBERTA A. FUENTES, COMMISSION ON HUMAN 
RIGHTS. CITY OF NEW YORK; AND KATY TAYLOR, AIDS DIS- 
CRIMINATION UNIT 

Ms. Fuentes. Thank you, Mr. Chairman and fellow Committee 
members. 

I am Alberta Fuentes, and I represent the New York City Com- 
mission on Human Rights. I am here today to talk to you about 
viXo^ , discrimination and the need for Senate Bill 1575, the 
AIDS Federal Policy Act of 1987. I hope to offer a unique perspec- 
tive on the phenomenon we have come to call the Second Epidem- 
^^mu misinformation and prejudice surrounding AIDS. 

The scope of HIV-related discrimination is often devastating. One 
of the first calls the Commission received was from a Hispanic 
woman from the South Bronx who called the Commission to say 
thai her daughter had died of AIDS-related complications, leaving 
behind three children. The woman had been unable to find a funer- 
al home to deal with her daughter*s body. We directed her to a fu- 
neral home willing to handle the bodies of those whu died of AIDS- 
related complications. After the fact, the woman decided she could 
not face a formal complaint against the original funeral director, 
bhe felt the experience was behind her and did not want to delve 
back into painful memories. 

Approximately a year-and-a-half later, the same woman had to 
call us again. She had tried to find someone who would care for her 
grandchildren without success. No one would accept the offspring 
of a person who had AIDS. The children had come to live with her 
in an already crowded apartment. Now, she reported, the landlord 
had found out the cause of her daughter's death and wanted to 
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evict her and the three healthy grandchildren. Through a series of 
phone calls, we stopped the eviction. 

Last fall, a black woman telephoned the Commission to complain 
that her 9-year-old daughter was expelled from a private school be- 
cause the principal learned that the child's aunt had AIDS and 
lived with them. The school was afraid that other parents would 
pull their children out of the school if they found out about this. 
The Commission investigated the complaint and found probable 
cause to support the allegation of discrimination. A public hearing 
on this case has been scheduled. 

These are not unusual stories. This is the sort of treatment 
accorded people with AIDS and anyone suspected of being HIV- 
infected 

In New York City, we have seen a phenomenal rise in the 
number of AIDS- and HIV-related discrimination complaints. The 
AIDS Discrimination Unit was formed was in 1983 and remains 
one of the few units or agencies dealing with AIDS stigma. So far 
we have received over 800 complaints of HIV-related discrimina- 
tion. In 1986, 314 complaints were brought to the agency, an in- 
crease of more than 300 percent over 1985. And in the first six 
months of this year, the unit has already received over 300 com- 
plaints. Thus, we can expect at least 600 complaints this year. This 
trend shows no indication of stopping; as the number of AIDS diag- 
noses climbs, so do the number of AIDS discrimination complaints. 

Over two-thirds of our cases are from people with AIDS. Already 
burdened by often debilitating disease, hundreds of people have 
told us about their experiences being thrown out of their homes; 
about being refused medical care; and being fired from jobs because 
their co-workers or bosses were uncomfortable with AIDS. We have 
also received reports about children barred from both public and 
private schools. And we have received scores of reports of AIDS- 
related bias and violence, such as you heard today: beatings, bomb 
threats, even attempted murder. It seems that, sadly, AIDS-based 
violence must be added to the list of hate crimes which plague our 
communities. 

But people with AIDS are not the only victims of AIDS-related 
discrimination. One-third of our complaints are brought by people 
who do not have AIDS but who were perceived to have AIDS be- 
cause they are members of a so-called ''risk group'* or are HIV- 
antibody positive. Service providers, family members and loved 
ones of people with AIDS have also been subjected to AIDS-related 
discrimination. Initially, people were categorized on the basis of 
risk group rather than risk behavior. The focus was placed on who 
you are rather than on what you do. Yet it is how we do what we 
do— unprotected sexual intercourse, shared intravenous needles, et 
cetera—that is the significant factor in HIV transmission. This 
misperception causes tremendous discrimination against people as- 
sumed to be risk group members. 

To cite just one example of AIDS backlash on an identifiable 
group, consider the devastating impact of AIDS-related discrimina- 
tion on Haitians. Despite the fact that Haitians have been removed 
from the CDC*s list of AIDS risk groups, the stigma remains. Hai- 
tian children have been beaten up and, in at least one case, shot in 
school; Haitian store owners have gone bankrupt as their business- 
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es failed; and Ha^'iian families have been evicted from their homes. 
The problem of discrimination against this community is not new, 
but unfounded fears against AIDS have surely escalated the inten- 
sity of prejudice directed against Haitians. 

The World Health Organization and the New York City Depart- 
ment of Health have revised their risk categories to more precisely 
reflect risk behavior. Given the nature of the AIDS epidemic, goc<^ 
public health policy must incorporate civil rights protections, or 
the epidemic will be driven further underground. Where wide- 
spread stigmatization and discrimination exist, all people are un- 
derstandably reluctant to seek needed information, diagnosis and 
treatment, rublic health and civil rights are necessary allies in the 
fight against AIDS. Therefore, anti-discrimination protections are 
appropriately included with the HIV-antibody testing and confiden- 
tiaiity provisions of the AIDS Federal Policy Act. 

We must acknowledge that there are co-factors of discrimination. 
Discrimination does not exist in a vacuum. It has both a history 
and a social context. For many people, among them minorities, 
women and the poor, AIDS-related discrimination is the latest 
chapter in a history of discrimination on the basis of race, gender, 
economic class and, in some cases, sexual orientation. 

In our recent report entitled **AIDS and People of Color: The Dis- 
criminatory Impact," we point out that in New York City 55 per- 
cent of the people with AIDS are black or Hispanic. As of June 24, 
1987, women constituted 10.4 percent of the reported AIDS cases in 
New York City. Out of this total, 84 percent are women of color. 
Nationally, the number of cases of women with AIDS reported to 
the Centers for Disease Control has increased more than 15-fold 
from 162 at the end of 1983, to 2,569 as of July 1987. It is projected 
that by 1991 AIDS will be the largest killer of women of child-bear- 
ing age in New York City. 

Between June 1981 and July 1987, 525 cases of children with 
AIDS ages 0 to 12 were reported to the National Centers for Dis- 
ease Control. Of this number, 414 are children of color. In New 
York City, there are 187 children known to have AIDS; 90 percent 
are black or Hispanic. Consequently, these communities hardest hit 
by AIDS discrimination are often the least likely to "trust the 
system** and may not seek help when confronted with AIDS-related 
discrimination. 

The Chairman. I will give you another couple minutes to wind 
up. 

Ms. FUENTES. It must be remembered that race, gender, class and 
similar factors have often been important in determining who has 
access to education, health care and the media. In the face of over- 
whelming stigma, too manv people at risk for discrimination 
simply do not know what their basic civil rights are relative to 
AIDS. 

The bottom line is that the epidemic of AIDS stigma and discrim- 
ination continues to grow. By enacting this proposed legislation, 
the Federal Government will send a much needed message to all 
communities: HIV-related discrimination is illegal and will not be 
tolerated. 

Thank you. 

[The prepared statement of Ms. Taylor follows:] 
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Mr. Chairnan and fellow cosuBlttee members* I am Ktty Taylor 
and I represent the AIDS Discrimination Unit of the NYC 
Commission on Human Rights* I an here today to talk to you about 
Hiv-related discrimination and the need for Senate bill 1575, the 
AIDS Federal Policy Act of 1987. i hope to offer a unique 
perspective on the phenomenon we have come to call the Second 
Ipidemic - that of fear, misinformation and prejudice surrounding 
AIDS. 
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Tne scopt of HlV-related diicrivination ii oft«n 
^ devastating* Ont of the first cells the Conmission received was 
from a Hispanic woman from the South Bronx who called the 
Cownission to say that her daughter had died of AIDS-related 
complicatione» leaving be *nd three children* The woman had been 
unable to find a funeral hone to deal with her daughter's body. 
Ne directed her to a funeral home willing to handle the bodies of 
those who died of Airs-related complications* After the fact* 
the woman decided she couldn't face a formal complaint against 
the original funeral director* She felt the experience was 
behind her and didn't want to delve back into painful memories* 

Approximately a year and a half later* the same woman had to 
call us again* She had tried find someone who would care for her 
grandchildren without success* No one would accept the offspring 
of a person who had AIDS. The children had come to live with her 
In an already overcrowded apartment. Kow* she reported* the 
landlord had found out the cause of her daughter's death and 
wanted to evict her and the three healthy grandchildren* Through 
a series of phone calls* we stopped the eviction* 

Last fall a Black woman telephoned the Commission to 
complain that her 9 year old daughter was expelled from a private 
school because the principal learned that the child's aunt had 
AIDS and lived with them. The school was afraid that other 
parents would pull their children out of the school if they found 
out about this* The Commission investigated the complaint and 
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found probable cauaa to aupport the allagation of dlacrlnination. 
A public hearing on the caae hae been sohtduled.l 

These are not unuaual atoriea. Thia ia the aort of 
treatment accorded people with AIDS and anyone auapected of being 
HIV-infected. 

In New York City, we have aeen a phenonenal riae in the 
number of AIDS- and HIV-related diacrimination complaints. The 
AIDS Diacrimination Unit waa formed in 1983 and remaina one of 
the few units or agencies dealing with AIDS atigiia« Because of 
the nature of thia criaia, our work haa required national 
cooperation. So far we have received over 800 complainta of HIV- 
related discrimination. In 1986, 314 complaints were brought to 
th^ agency - an increase o^ more than 3001 over 1985. And in the 
firat aix montha of 1987, the unit has already received over 300 
complainte. Thus we can expect at leaat 600 complainta this year 
alone* This trend shows no indication of stopping; aa the number 
of diagnoses climbs, so do the number of AIDS discrimination 
complaints. 

Over two thirds of our caaes ar<» from people with AIDS. 
Already burdened by an often debilitating diseaae^ hundrada of 

1 For an expanded deacription of the typea of complainta ve 
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ptopl« hav« told ut about th«ir •xp«rl«nc«s bting thrown out of 
tb«ic hometi about beln) r«fua«d medical car«i about being firad 
from joba bacauaa thair co-workara or boaaaa vara unoomfortabla 
about AIDS. Wa hava also racaivad report a about children barred 
from both public and private achoola. And we have received 
acorea of reporta of AlDS-ralated biaa and violence - beatingaf 
bomb threat a r even attempted aurder. It aeena thatf aadlyf AIDS** 
baaed violence muat be added tc the list of hate Crimea which 
plague our coamunitiea* 

But people with AIDS are not the only victims of AIDS- 
related discrimination. One-third of our complainta are brought 
by people who do not have AIDr b>it who were perceived to have 
AIDS becauae they are members i ao^^called *riak group* or are 
Biv-antibody poaitive. Service providerSf family membera and 
loved ones of people with AIDS have also been aubjected to AIDS- 
related discrimination. Initiallyf people were categorized on 
the basis of risk group rather than risk behavior. The focua was 
placed on who vou are rather than op what you d o* Yet it is how 
we do what we do (unprotected sexual intercourse # shared 
intravenous needles, etc.) that ia the aignif leant factor in BIV 
tranamiaaion* Thia miaperception causes tremendous 
discrimination against people assumed to be membera -of these risk 
groups* 

The World Health Organisation and the New York City 
Department of Health have revised their risk categoriea to more 
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precistly r«£a«ct ri«k behjvlor. Glvtn th« nttur* of th« AIDS 
•pidemic, good public health policy au8t incorporttt civil right* 
protections or the epidenic will be driven further Underground. 
Khere widespread stigwatiiation and diecrinination exist, all 
people are underitsndably reluctant to seek needed information, 
diagnosis and treatnent. Public health snd civil rights are 
necessary allies in the fight against AIDS. Therefore anti- 
discrimination protections are appropriately included with the 
HIV-antibody teeting and conf identisliti ^roviiioni of the AIDS 
Federal Policy Act, 

To cite Just one example of the AIDS backlash on an 
identifiable group, consider the devaitating impact of AIDS- 
related discrimination on Haitians, Despite the fact that 
Haitians hsve been removed from the CDC'i liit of AIDS risk 
groups, the stigma remains. Haitian children have been beaten up 
(and in at least one case, shot) in school; Haitian store owners 
have gone bankrupt as their buiineiies failed, and Haitian 
families have been evicted from their hones. The problem of 
discrimination against this conununity is not new, but unfounded 
fears about AIDS have surely escalated the intensity of prejudice 
directed against Haitians. 

Aeknovleaqina feh# ^ aefeocs of Diacriainat^ nn 

Discrimination does not occur in a vacuum, it has both 
a history and a social context. For many people, among them 
minorities, women and the poor, AIDS-related discrimination is 
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tb« Isttit chapter In • history of ditcrlAlnstlon on th« bttli o^ 
r«e«# 9tnd*r# e;;onomlc olase And# In tont csstSi ••xual 

orientation. 

Xn our recent report env^itled AIDS end People of Color t 
Thf Diectiiinttorv Impect (revieed* Augueti 1907), we point out 
that in New York City 551 of the i>eople with AIDS ere Black or 
Riepanic. Aa cf June 24, 1987, wotten constituted 10.41 (1096) of 
the reported AIDS cases in New York City; out of this total, 84% 
are women of color. Nationally the nuaber of cases of women with 
AIDS reported to the Centers for Disease Control has increased 
more than fifteenfold from 162 in the end of 1983, to 2569 as of 
July, 1987. It is projected that by 1991 AIDS will be the 
lar9est killer of women of childbearing age in New York City. 
Between June 1981 and July, 1987, 525 cases of children with AIDS 
(ages 0-12) were reported to the National Centera for Disease 
Control. Of this number 414 (79%) are children of color. In New 
York City there are 187 children known to have AIDS - 90% are 
Black or Hispsnic. Consequently, thuse communities hardest hit 
by AIDS discrimination are often the least likely to *tru8t the 
system* and nay not seek help when confronted with AIDS-related 
discrimination. 

It must be remembered that race, gander, class and 

a'.milsr factors have often been important in determining who has 

Access to education, heslth care and the media. In the face of 

overwhelming stigwa, too many prople at risk for diacrimination 
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■Imply do not know what thtlr basic elvil rights art rtlative to 
AIDS. 

Th* .^tto» Una la that tha apidaalo of AIDS atigma and 
dlaotMinatloh eontlnuaa to grow. By enacting thit proposad 
lagialatiOQt tha #altlfSl 



ga to all coMuinltiaat IXV-r«latad diacriaination ia iXlagal 
aad vill not ba tolaratad. 

BMPLOYMEMT 

In the laat year, aany paraoniiel officera and law firne 
rapreaanting anployara have contacted t:ae Couiaeion and 
raquaatad aaaiatanca In forauXating rational, nondiacrininatory 
policiea/regarding AIDS. Despite thia trend, enployees — 
particularly those in Joba with a great anount of client contact 
(e.g< reataurantfi, hotala, tranaportafcjon) — continued to report 
AIDS-related dlscrinination- 

Many incidents reault in termin.jitlon. Lack of accurate 
information about the ayndroae often pronpte irrational reactlona 
froa co-workera and anployera alike. Mere mention by a aeemlngly 
healthy individual of involvement with aomeone who has AIDS can 
lead to the loas of employment. Bmployera, hoping to avoid any 
dieruption of the work enviroiuoent, often terminate employees 
with AIDS to pacify frightened atafftiembere. 
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To sumariit a ftv of the tmployitnt oonplaintst An 
Bitfpanic instructor for • beauty school with AIDS was denied the 
tight to return to worK when hie health etabUised. The school 
initially claimed thsre was a hiring freese but subsequently 
adaitted that they refused to perait the aan to return to work 
because of his AIDS condition. A hearing has been scheduled. In 
another case a nurse in a private hospital was contemplating 
becoming pregnant and requested the BIV antibody test offered by 
her employer. She eubmltted to the test after receiving repeated 
assurances that the results would be abeolutely confidential and 
have no effect on her employment f • When she tested positivet 
confidentiality was immediately violated and she was unilaterally 
transferred from her position* The Commission is still 
attempting to resolve the situation. 

BOOSIKG 

Some of the most devastating dittcrimination reports 
brought to the Commission involve housing* In such casesf not 
only does the person with AIDS have to cope with a swift decline 
In health but the individual also must face the possibility of 
having nowhere to live during this crisis* Landlords have been 
charged with refusing to make repairs or provide eesential 
servicesf such as interrupting heat and hot water (life** 
threatening factors for those in poor health) and haraesing 
people with AIDS in an attempt to illegally evict them from their 
apartments* 
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One Manhattan tenant with AIDS reported that the landlord 
and his a9enta aubjeoted him and hia two neighbora with AIDS to 
aany offeneive taotios* The handysan aaaaul ^ and threatened 
two tenanta in the building. Yfhen the police were called the 
hartdyaan tried to discredit the tenant by aayin9# *Don*t believe 
hlHr he has AIDS.* 

The wife of a van with AIDS called to aay that due to the 
landlord's fear of AIDSr her heat and hot water had been turned 
off by her landlord in an effort to drive the fanily out* She 
only wanted the services restored and did not have the tine to 
devote to a discrimination complaint. 

The Coiijiission has also received complaints of discrimin- 
ation In the rental of commercial space. An organization 
attenrtlng tc establieh a national AIDS hotline signed a lease 
with a realty company for office space. The realtor denied the 
tenants the keys explaining that other tenants objected to the 
presence of an AlDS-related group in the building. The 
Commission intervened and the AIDS hotline director was then able 
to negotiate with the landlord to obtain suitable office space. 
Medical professionals (doctorSf dentists and laboratories) have 
also reported termination of their leases or refusal to rent when 
it becomes known that their patients include persons with AIDS. 

Combatting discrimination against people with AIDS Is not 
only good public health in action - it is also cost effective 
government. When an individual is prevented from returning to 
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hit plact of tmployntnt t>«caute of fear of AIDS# he it not only 
denied a job, but also lotto hit inturanct and frequently 
defaultt on hie rent* At a result r governaental bodiet, in all 
thtir forna, vill bear the brunt of cotts incurred for thit 
individual* 

HlV-related discrimination hat permeated every aepect of our 
society* Section 504 of the Federal Vocational Rehabilitation 
Act offers protection to people with disabilities - in this case, 
AIDS - who are either employed by the federal government or 
employed by an entity funded Dy the federal government* Yet our 
work hat thown that existing ttate and local statutes prohibiting 
disability discrimination are uneven and unevenly enforced, 
leaving many people with AIDS without protection. Much more it 
needed to oppose the virulent dltcrimination in the private 
sector directed toward anyone connected with this disease* This 
proposed legislation is, however, an important and necessary step 
toward insuring that HIV-discrimination ij eliminated from our 
socitty* I urge you to favorably consider this vital piece of 
legislation* 

Thank you for your time* I am available for further 
discussion and to answer any questions you may have* Also, I 
have available for your rsview, two reports which the Commission 
on Human Rights has produced* The first is entitled "A Report 
on Discrimination Against People With AIDS" and the second, a 
report on the effect of AIDS upon winoritiesr is entitled "aids 
and people of Color, The Discriminatory Impact." 
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The Chairman. Thank you very much. It is very helpful in point- 
ing out the importance of adopting some important guidelines or 
ordinances in terms of the city. I think you would have to conclude 
that they have been helpful. I suppose a great part of this is educa- 
tion so that the victims themselves know their rights. I suppose 
that this IS always a problem, is it not? 

Ms. FUENTES. It certainly is. As well as the victims knowing their 
ngnts and having access to a cause of action, it is very, very impor- 
tant. 

The Chairman. Counseling and for them to know and know 
where to go and know how to get help and alert the Commission to 
provide some help and assistance. 

^u^^:u^"^ uT?^- '^^^^ ^^^^ important, but it is also important 
that the public at large is educated because a lot of the discrimina- 
tion that occurs is due to ignorance. 

The Chairman. We have, as you know, two pieces of legislation- 
one IS an education provision in terms of the research program and 
the counseling and of the help and support for health personnel, 
at-home services, foster care, and other kinds; then the others, 
which we are primarily concerned with today in terms of testing 
and confidentiality and discrimination. They are obviously inter- 
twin^ in terms of the education. What we are focusing on today is 
confidentiality and discrimination. 

I suppose one of the very perplexing problems that you face is 
where you get complaints that are legitimate and that have violate 
the city ordinance, and yet is the defendant in the case strings the 
case along without final resolution. I imagine, in some instances, 
they hope they will not have a final result because death will inter- 
vene. Do you find that this is the case? 

Ms FuENTES. This is Katy Taylor. She is the Deputy Director of 
the AlDb Discrimination Unit at the Commission. 

Ms. Taylor. That is enough of a problem that we have adopted a 
typical wav of handling AIDS discrimination cases which is on an 
expedited basis because we were told directly, frequently by attor- 
neys, that their tactic was to delay in the hopes that the complain- 
ant would simply die and that would be the end of it. 

We have done a number of things to try and counteract that; for 
instance, to secure money so that we could depose any potential 
witness in a hearing that would come up. 

The Chairman. Does that help? Does that make a difference^ 

Ms. Taylor. Yes. It has definitely made a difference, but I think 
the most important thing is to have a very prompt and immediate 
response and an expedited case investigation. But I think that 
probably the most important thing has been the very public and 
prominent stance that the Commission has taken against discrimi- 
nation. 

Ms. FuENTES. In addition, there has been a court ruling in the 
funeral home cases that we had gone into court on that the family 
ot the deceased in certain instances could continue the case or file 
cases on their own. 

The Chairman. Well, I think you make a strong case in support 
01 the type of legislation that we have developed and introduced It 
IS obviously going to take fine tuning as we move through this sig- 
nificant area of public policy. We are most interested in what is 
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happening on the front lines, in areas like New York that are 
trying to deal with issues of confidentiality and anti-discrimination. 

We want to work very closely with you as we work through this 
legislation, and we appreciate very much your cooperation. 

Let me ask, how important is the existence of New York State 
and New York Ciiy laws and ordinances in assisting your efforts to 
overcome these problems? 

Ms. Taylor. I would say that they have been essential. We are 
fortunate in New York in that we do have fairly comprehensive 
statutes, and we also have adopted a broad interpretation; and I 
think most importantly we have supwrt for enforcement. 

But this is not the case in a lot of places. I know that because we 
have from the beginning received calls from around the country 
and have been something of a resource for other parts of the coun- 
try trying to deal with this. But even with that, we still spend an 
enormous amount of our time dealing with jurisdictional chal- 
lenges. Even with the laws that we have, there are still numerous 
omissions and loopholes. 

The Chairman. Do you believe that Federal legislation will 
strengthen your efforts? 

Ms. Taylor. Absolutely. There is no question about It. 

Ms. FuENTES. Definitely. 

Ms. Taylor. I would say that it is critical for a variety of rea- 
sons, particularly as we move toward increasing use of the tests be- 
cause there is so much confusion about transmission. Testing is a 
major factor in our discrimination cases, and I think we will see 
even more of that unless there is some strong anti-discrimination 
posture from the Federal Government. 

I think that it also supplies an important educational message 
about discrimination, both that it is illegal and will not be tolerat- 
ed, and it lends sort of a moral position that is much, much needed. 
It lends leadership on this issu^ that has been lacking at practical- 
ly every level, particularly on the discrimination issues. 

The Chairman. I think that is a very helpful comment by the 
panel that obviously has been working on this and understands the 
real needs. 

I want to thank you very much. You have been very, very help- 
ful. 

Ms. FuENTES. I have just one thing to say following up on what 
Katy said. 
The Chairman. Fine. 

Ms. FuENTES. Combstting discrimination against people with 
AIDS is not only good public health in action; it is also cost effec- 
tive government. When an individual is prevented from returning 
to his job for fear of AIDS, he is denied not only a paycheck but 
insurance, and frequently defaults on his rent. As a result, govern- 
mental bodies in all of their forms bear the brunt of those costs in- 
curred as a result of that disci iinination. So we have got to look at 
it fror- moral as well as financial respects. 

The Chairman. That always seems to be the bottom line, and we 
hear an awful lot about '^^ around this town. But even when you 
are able to show it is diiiicult to get a positive response. But I 
think it is an important poin"^ to make. We want to thank you both 
very, very much for your appearance here today. 
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Ms. FuENTES. Thank you. 
Ms. Taylor. Thank you. 

The Chairman. Our next panel is Lonnio Bristow, member of the 
Board of Trustees, American Medical Association, Chicago, Illinois; 
Mary Foley, Chairperson, Cabinet on Economic and General Wel- 
fare, American Nurses Association, Washington, D.C. I would ask 
both of them if they would be kind enough to come up. 

We are glad to have you both, and we look forward to your testi- 
mony. We will start with Lonnie Bristow. Please begin. 

STATEMENTS OF LONNIE R. BRISTOW. M.D.. MEMBER. BOARD OF 
TRUSTEES, AMERICAN MEDICAL ASSOCIATION. CHICAGO. IL. 
ACCOMPANIED BY MICHAEL ZARSKI; AND MARY FOLEY. B.S.N., 
R.N., CHAIRPERSON, CABINET ON ECONOMIC AND GENERAL 
WELFARE. AMERICAN NURSES ASSOCIATION. WASHINGTON, 
DC. ACCOMPANIED BY DONNA RICHARDSON AND TOM NICHOLS 

Dr. Bristow. Thank you, Mr. Chairman. 

My name is Lonnie R. Bristow, a physician in the practice of in- 
ternal medicine in San Pablo, California. I am also a member of 
the Board of Trustees of the American Medical Association. With 
me today jj Mr. Michael Zarski. a member of the Association s Di- 
vision of Legislative Activities. 

The AMA truly appreciates this opportunity to appear before the 
Committee to express our views on Senate Bill 1575, the AIDS Fed- 
eral Policy Act of 1987. 

We are pleased with the introduction of this legislation which 
provides for AIDS testing and counseling. We feel this legislation is 
an example of a reasoned public health response to the problem of 
AIDS, and it is consistent with many statements of AMA policy on 
this particular issue. It is our hope that the Congress will not delay 
in providing the necessary funding for voluntary testing along with 
the attendant confidentiality protections. 

The AMA fully supports Part A of the AIDS Federal Policy Act, 
which is the part, of course, which provides for a $400 million Fed- 
eral grant program to test individuals for HIV and to counsel them 
about AIDS prevention, transmission, and the availability of health 
services. These counseling requirements, we believe, are essential 
to any testing program. Because there is no cure for AIDS, the best 
efforts for reducing the spread of the disease involve modifying the 
behavior of individuals through education and counseling. 

Part B of the AIDS Federal Policy Act contains the basic protec- 
tions for information obtained from testing, counseling or the de- 
riving the diagnosis of AIDS. This information is generally protect- 
ed from disclosure by anyone who may be involved in the process 
of counseling or testing or who may see the records of such coun- 
seling or testing. 

Although there is a duty to maintain confidentiaiity» we believe 
that duty is not absolute. In certain circumstances where there is a 
realistic potential threat to another's life, the interests of a third 
party or of society as a whole should prevail over absolute confi- 
dentiality. These circumstances are treated as the exceptions to the 
confidentiality protections of Part B. The AMA supports the inclu- 
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sion of these narrow exceptions to the general requirements of con- 
fidentiality. 

We strongly oppose discrimination based on a person*s health 
status. We are pleased to have had a role in diminishing the threat 
of unreasoned discrimination in the recent U.S. Supreme Court 
case of the School Board of Nassau County, Florida v. Arline. The 
Supreme Courtis opinion in this case established that under Sec- 
tion 504 of the Rehabilitation Act, a person with a contagious dis- 
ease may be considered a ^^handicapped individual" subject to pro- 
tection from discrimination by employers* prejudiced attitudes, 
stereotypes or unfounded fears. The Supreme Court made reference 
to, with its approval, the AMA's position that employment deci- 
sio)is about persons with contagious disease should be based on rea- 
sonable medical judgments, given the state of medical knowledge 
about the disease and the associated risks, with particular refer- 
ence to the nature of the risk, the duration of the risk, the severity 
and the actual probability of risk. 

As you have heard, we also were fortunate enough to participate 
in the Ray case that wa5J presented before the Committee earlier. 
We believe strongly that allowing irrational discrimination against 
those with AIDS or who are HIV positive serves no useful purpose. 
Federal and state laws which prohibit discrimination against the 
handicapped provide an appropriate framework for enforcing pro- 
tection for such individuals. 

It is essential, however, that the language of Part C be interpret- 
ed as being consistent with the existing protections of civil rights 
law. The AMA also bf'iieves that the Supreme Court's analysis in 
the Arline case desen/es to be incoiporated in this bill. The AMA 
would be pleased to work with the Committee to improve the effect 
of Part C of this legislation. 

In conclusion, we telieve there are no easy answers to many of 
the pressing issues iiwolving AIDS. The members of Congress have 
obviously introduced a variety of measures with the best of inten- 
tions—that of quickly rendering AIDS a public health threat of the 
past, just as smallpox and polio have become. We commend all 
members of Congress who have concerned themselves with this 
critical issue. 

We are pleased That Senate Bill 1575 is so similar to many of the 
recommendations contained in a recent report adopted by the 
AMA House of Delegates. This bill, we believe, provides important 
services and approaches to deal with the very complex problems of 
AIDS. 

Mr. Chairman, Mr. Zarski and I will be pleased to answer any 
questions that 5 ou may have. 
[The prepared statement of Dr. Bristow follows:) 
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M: S. 1575— The AIDS Federal Policy Act of 1987 



Mr* Chainun Mid Hembera of the Cowl t tee: 

ny naae la Lonnle R. Briatov, H.D., and I am a phyaician in the 
practice of Internal aediclne In San Pablo, California. I an alao a 
nenber of the Board of Tmateea of the American Medical Aaaociation. 
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Hunan Reaourcea Coanittee to expreaa our vieva on the AIDS Federal Policy 
Act of 1987. 
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proTidea for AIDS teatint end counaelint. Thia legialation is an example 
of a reaaoned public health reaponae to the problem of AIDS and ia 
conaiatent with nany atatenenta of AMA policy on thia iaaue. We hope 
that Contreaa will not delay in proridini the necessary funding for 
Toluntary testipg along with attendant confidentiality protections. 
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Testing and Counseling 

The AHA concurs with the U.S. Surgeon-General that "voluntary 
testing, easily accessible to all with appropriate counseling and vUh 
safeguards to ensure confidentiality, is good public health practice." 

Individuals who know their HIV antibody status can take appropriate 
precautions to prevent infection of themselves if they are seronegative 
or to prevent transmission to others if they are seropositive. 
Physicians vbo know their patient's antibody status are able to evaluate 
the patient's condition, to counsel appropriately, and to determine 
proper medical management. Further, antibody test results could provide 
important information on the epidemiology of HIV infection in various 
populations and regions. 

The AMA fully supports Part A of the AIDS Federal Policy Act. This 
part provides for a $400 million federal grant program to test 
individuals for HIV and to counsel individuals about' AIDS prevention, 
transmission, and the availability of health services. These counseling 
requirements are essential to any testing progras. Because there Is no 
cure for AIDS, the best efforts for reducing the spread of ch? disease 
involve modifying the behavior of infected individuals through counseling. 
Conflden r irtiit y 

The threat of i'lappropriate disclosure of personal information, 
social ostracism and discrimination must be weighed against the 
advantages of testing and counseling. These factors must be considered 
when decisions are made as to whether HIV antibody testing should be 
mandatory or voluntary. 
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Resardlesa of the testinf 4Cheiie» the AMA believes that sttndards of 
confidentiality are essential. Physicians already owe their patients a 
legal and ethical duty to aaintain confidentiality in the physician/ 
patient relationship. It is vital to an effective program *#f preventing 
and controllint AIDS for the health care conwunity to maintain the 
confidentiality of patient information and reatrict ita uae to only those 
purpoaea easential for maintenance of health. 

Part B of the AIDS Federal Policy Act contains the basic protections 
for information obtained from tea ting, coimseling or the diagnosis of 
AIDS. Thia information ia generally protected from disclosure by anyone 
vho may be involved in the process of counseling or testing or who may 
see the records of such counseling or testing. 

Although there is a duty to maintain confidentiality, this duty is 
not abaolute. The bill recognizea that, in certain circumstances, the 
intereata of a third-party or of society ahould prevail over abaolute 
confidentiality. Theae circumstancea are treated aa exceptions to the 
confidentiality protections of Part B, The AHA aupporta the incluaion oi 
these narrow exceptions lo the general requirements of confidentiality. 
Discrimination 

The fear of AIDS stimulates discrioination against its victims and 
increases the risk of further spread of AIDS in the population by 
discouraging many vho are at high risk from coming forward for 
screening. Joba have been lost; AIDS victims have been evicted from 
apartmenta; school children have been expelled; and some victims have 
been ostracized even by their families. This discrimination threatens 
not only AIDS victims, but also threatens the collection of public health 
information needed to follow the epidemiology of AIPS. 
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The AMi la pleated to have had a role in dimlnlahlns the threat of 
unreasoned dlscrxmlnatlon by flllnf an aalcua brief In the recent U,S, 
Supreae Court case of School Board of Wtaaau County. Florida v. ArUn ff 
The Supreae Court's opinion In thla caae eatabllshcd that, under 
Section 504 of the Rehabilitation Act, a person with a contagious disease 
■ay be a •Tiandlcapped IndlTldual" aubject to protection from 
dlacrlalnatlon by eaployera* prejudiced attitudes, stereotypes or 
unfounded fears. The Supreae Court cited with approval the AMA'a 
position that eaployaent decisions about persons with contagious disease, 
such aa AIDS, should be baaed on reasonable nedlcal judgments, given the 
state of medical knowledge about: 

0 the nature of the risk (how the disease Is transmitted); 

0 the duration of the risk (how long the carrier Is Infectious); 

0 the severity of the risk (the potential harm to othera); and 

o the probabllltlea the dlaeaae will be transaltted and will cause 
varying degrees of harm. 

A key queatlon left open by the Supreae Court la whether a person 

who Is not afflicted with AIDS or AIDS SeUted Complex (ARC), but who 

nonetheless tests positive for the HIV antibody, Is protected by 

Section 504. 

The Federal AIDS Policy Act would extend antidiscrimination 
protection to seropositive Individuals. In addition, Part C of the Act 
goes beyond Section 504 which applies to recipients of federal funds, but 
generally prohibits discrimination In: 

o employment; 

o housing; 
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o public accommodations; and 
o governnent services. 

The AMA believes strongly that allowing irrational discrimination 
against those who are HIV positive serves no useful purpose. Federal and 
state laws which prohibit discrimination against the handicapped provide 
an appropriate framrifork for enforcing protection for seropositive 
individuals. 

It Is essential, however, that the language of Part C should be 
interpreted as being consistent with the protections afforded under 
current civil rights law. The AMA also believes that the Supreme Court's 
analysis in Ar^ine regarding application of the rule of nondiscrimination 
deserves to be incorporated In this bill. The AMA would be pleased to 
work with the Committee and develop modifications to improve the effect 
of Part C of this legislation. 

Conclusion 

There are no easy answers to many of the pressing issues involving 
AIDS. Members of Congress have introduced a variety of measures with the 
best of intentions — to render AIDS a public health threat of the past, 
like smallpox and polio. We commend all members of Congress who have 
concerned themselves with this critical problem. 

We are pleased that the legislation before the Committee today— the 
AIDS Federal Policy Act of 1987— is sc similar to many of the 
recornaendations contained in a recent report adopted by the AMA House of 
Delegates. It provides important services and policies to deal with the 
very complex problems involved in AIDS issues. 

Mr. Chairman we will be pleased to answer any questions you may have. 

3i8**p 
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The Chairman. Thank you very much. We will hear from Mary 
Foley now and then have questions. 
Ms. Foley. Thank you, Mr. Chairman. 

1 am Mary Foley, Chairperson of the American Nurses' Associa- 
tion Cabinet on Economic and General Welfare. Today, I am ac- 
companied by Donna Richardson and Tom Nichols from the ANA 
staff in the Washington office. 

As a registered nurse in St. Francis Memorial Hospital in San 
Francisco, I provide care for the AIDS patients on an almost daily 
basis Thank you on behalf of the 188,000 members of the Ameri- 
*^^ama"'^^ Association for the opportunity to address this issue 

ANA recognizes that the AIDS epidemic has produced worldwide 
tear which has initiated emotional and sometimes irrational re- 
sponses by the public, as well as by some state and Federal legisla- 
tors and Government officials. As health care professionals, we be- 
heve It is our responsibility to advise the Congress regarding AIDS. 
Ihe health care community must remain scientific, calm and logi- 
cal regarding the prevention, management and care of the disease. 
We are distressed that some individuals have attempted to discount 
the existing scientific findings and recommendations made by our 
leading public health officials. 

AIDS is a public health issue, not a moral or a political one No 
groups luiow better than its victims and those who provide health 
care to them. Nurs^ see the devastation of this disease daily while 
giving care to AIDS patients and providing emotional support to 
their families and friends. 

Therefore, Mr. Chairman, I would like to make the following 
points: Number one, carefully targeted educational programs and 
individual health counseling have been effective in combatting the 

A'"ml'"^??:'°"i?«^^^ ^'■^ k«ys *o minimizing the spread of 
ui HIV virus is transmitted through intimate sexual, 
blood-tp-blood or body fluid contact. Overwhelmingly, the transmis- 
sion of the disease can be effectively prevented by individuals ab- 
staining from well-documented high risk behaviors. 

As we all know, presently there is no cure for AIDS. It is a dis- 
ease that IS nursing intensive. Nurses provide continuous care 
during hospitalization, in the home, and during the hospice phase. 
Studies have sh9wn t..^t AIDS patients require almost double the 
amount of nursing time as equally ill patients who do not have 
AlUb. Accordingly, it appears that nurses bear a disproportionate 
amount of risk. However, a study to evaluate the risk of occupa- 
tional transmission of HIV indicated that health care workers are 

a"It1™^ HIV transmission from patients with AIDS. 

ANA IS opposed to mandatory testing because it is not scientifi- 
cally supported. \ye agree with Dr. Koop's report on AIDS: "Com- 
pulsory blood testing of individuals is not necessary. The procedure 
could be unmanageable and the cost prohibitive. It can be expected 
that many who test negatively might actually be positive due to 
recent exposure to the AIDS virus and give a false sense of security 
to the individual and his or her sexual partners concerning neces- 
sary protective behavior. 

The epidemiological benefits of testing do not support the redi- 
rection of resources from research and education to test a large 
body of people who are not high risk. ANA supports the availabil- 
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ity of voluntary, anonymous testing with informed consent and ap- 
propriate counseling. Individuals seeking services should have 
access to confidential testing and counseling. Confidentiality of test 
results must be maintained to prevent discrimination, especially in 
such areas as insurance, employment and housing. Regardless of 
whether individuals are found to be seronegative or positive, educa- 
tion programs and individual counseling must be provided. 

ANA has endorsed Senate Bill 1575, the Aids Federal Policy Act 
of 1987, because it establishes a voluntary testing and counseling 
program for AIDS, assures the confidentiality of such test results, 
and prohibits discrimination against seropositive individuals. 

ANA has historically advocated equitable and humanistic health 
care for all people. This bill ensures that those people who are 
tested or treated for AIDS will also have those same rights. 

We are pleased that Section 2317(b) requires that seronegative 
individuals receive information regarding prevention of exposure to 
and transmission of HIV. The public must understand the limita- 
tions of testing for AIDS. Testing does not prevent the disease. 
People must be instructed to refrain from high risk behavior, and 
we agree that appropriate prophylactic measures must be practiced 
by those who are sexually active. 

We support Sections 2318 and 2319 which facilitate anonymous 
testing and prohibits conditional testing for receipt of health serv- 
ices. Individuals must not be anxious regarding disclosure of identi- 
ty or loss of health care services. 

We support the provision on disclosure in Section 2332(e) without 
consent. A need-to-know test is applicable to the administration of 
patient care duties. ANA believes the provision of health care is 
most effective when information pertinent to a patient's treatment 
and welfare is judiciously disclosed to those directly concerned with 
that patient s care. Such information facilitates the provision of 
quality health services while assuring the occupational health of 
the providers. 

Mr. Chairman, we must encourage voluntary, not compulsory, 
testing with appropriate counseling for high risk behavior groups 
and not for the entire population. It must be confidential so that 
people do not have to face both fear of AIDS and the fear of dis- 
crimination. Federal policy mu&t not create a disincentive for care 

ANA pledges to continue its role in promoting AIDS prevention 
and education. We hope that these hearings will result in a logical, 
scientifically based national health policy on AIDS. 

(The prepared statement of Ms. Foley follows:] 
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Mr Chairman. I an Marv Foley. R S , Chairraan of tho Ainorican N'urs«»^»* 
Association' s Cabinet on Econom. c and Genera t Welfare I am orap loved as a 
Roglscered Nurse aC Sc Francis Memorial Hospital in San Francisco I would like 
to thank you on behalf of Che 188,000 members of the Aaerican Nurses' Association 
;ANA) and its 53 consCiCuenC state nurses' associations for this opportunity to 
address the issue of Acquired Ixmune Deficiency Syndrome ^.AIDS) ANA would also 
like to thank the Chairman and the committee member* for their commitment to 
health care for the nation and their interest and promotion of nursing 

ANA recognises that the AIDS epidemic has produced fear both nationally and 
internationally That fear has initiated emotional and sometimes irrational 
responses by the public as well as by some legislators and government officials 
both at the state and federal level We are here today because ANA believes It 
IS uur responsibility as health care professionals to advise the Congress 
regarding what we consider are the Important issues regarding AIDS It is 
absolutely necessary that the health care community remain scienlitic. -.alTi ^nd 
logical in their approach to the prevention, tsanagement ard care of the disease 
AIDS We are concerned that the actions of well intended that misinformed and 
misguided individuals m government as well as the nedia -fill fan the fire*J of 
the public's fear and increase it to potentiailv dank;eious h\steria ANA opposei, 
any efforts to blame anv group or nationalitv for this devastating dioedse AIDS 
is an equal opportunity disease, it af feces all rac«s, seses and Jges and wi'-h 
the sasr.e result l^'t* are also distrc&ser that sotre indi.'iduals haVe attm-Dtod to 
discount the existing scientific findings and recomirendatior s made our Iradu.g 
public health entities and officials 

AIDS is a public health issue nor i Torai one Porh.ir-^, vo juoupb k:,u*s *l'dt 
better than iti» vie tiros, and Chose '*ho provide tioalth caie to them Nui^es !>et 
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Che devastation of this disease daily while giving nursing care to AIDS p<tti,^nts 
and providing emotional and bercavenenc support to their families and friends 

BACKGROUND 

Over the past three years. ANA has issued a number of poUcy statemencs on 
the various aspects of AIDS The Cabinets on Economic and General Welfare and 
Huaan Rights have pre- ided substantial leadership on the AIDS issue during this 
time Association positions have generally incorporated and supported guidelines 
issued by the Centers for Disease Control (CDC) regarding Infection with Human 
Immunodeficiency Virus (HIV) In «5ence . the ANA I) believes that the most 
effective tools for preventing the transmission of AIDS are education and 
preventive health techniques. 2) opposes discrimination against persons with AIDS 
or a positive HIV, 3) supports the availability of quality health care, the 
confidentiality of that care, and respect for the individual affected, and a) 
supports increased funding for research and educational efforts 

As the professional organization for registered nurses. ANA has incorporated 
the concepts of epidemiology and public health in its programs and activities 
Cooaminity health nursing practice promotes the public s health The programs, 
services, and institutions Involved in public health emphasise promotion and 
maintenance of the population's health, and the prevention and limitation of 
disease Public health activities change with advancing technology and social 
values, but the goals rei^ain the same to reduce the amount of disease, premature 
death, discomfort, and dis.bilitv all of which are present with the disease 
AIDS 

The historv of publi. he. rh :n this country has included nealth educatio-.. 
and health promotion to contiol -h. spread of infectious diseases Puoli. hoaUh 
experts believe that educational programs are the kev to minimizing the spread of 
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AIDS The HIV virus is transrai tted through intimate sexu.il, blood- to blood, or 
body fluid contact In the ov^rvhelraing maturity of cases the Cransrai is lon of 
Che disease can be effectively prevented by individuals voluiitarilv abstaining 
fiom well -doc urcented high risk behaviors and activities There are strong 
indications chat c.-efully targeted educational programs and individual health 
counseling dlrecCed aC changing high risk behaviors have been effecCive in 
conbaccing che cransmlssion of AIDS Therefore, educacional efforcs dlrecced 
toward changing behavior concinue Co be crucial 

Vich Che docuiaencacion of isolaced cases of cransmlssion chrough accldencal 
exposure Co InfecCed blood produces. Che policy debace abouC mandacory or rouCine 
Cesting has mcensified Some have proposed rouCine Cesclng of hospical 
paclencs. This would occur when HIV screening Is auComacically incorporaced inco 
cercam scandard sees of laboracory work, alchough a pacicnc could Chen requesc 
chat Che Cesc not be done MandaCory Cesting would occur when receipC of 
services is concingenc upon submiCCing Co Cesting, e g , marriage licenses, and 
Immigrants seeking temporary or permanent status Mandatory testing could also 
result from federal legislation which would make receipt of federal funds for 
states, agencies, institutions, and certain other services contingent upon 
compliance with Cesting requirements by those bodies, e g . prisons, hospitals, 
drug rehabilitation centers, and sexually transmitted disease and familv planning 
clinics 

ANA has addressed the health care aspects of AIDS s*nce 1983. when the 
Department of Health and Human Sor~\ icei, anno' need AIDS was the "number one health 
priority " At that time, AiNA stated chat all p»»ople who have AIDS have a .''ight 
to equitable and humanistic health care. ;uclading a quality treat.nent, 
including nursing and social support services *,bj non-discriminatorv use of 
current isolation procedures, (c) full •ixplanatiuns of resoarch procedures. 
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treatments and risks involved, (d) Informed choice ot treatment/research 
oodallcles. <e) confidentiality of the oedical record, and (f^ respect for 
privacy and significant relationships 



IMPACT ON HKALTH CARR UORKFR<; 

ANA is also conaaittcd t safeguarding the occupational safety and health of 
nurses, particularly with respect to exposures to toxic substances and blood- 
borne diseases. ANA's House of Delegates has stated that 

"*Nurses for decades, have dedicated their careers to promoting the 
hcAlth and welfare of their own clients. to the extent that 
consideration of the nurses' health and welfare has been neglected; 
nurses are anong health cale workers in hospitals who routinely face 
exposure to toxic chemicals, gases, infectious disease . ;« and nurses 
are among health care workers in the community who face exposure to 
physical harm from infectious disease 

(Resolved) That the American Hurses' Association assist nurses to 
identify and to report health hazards to appropriate government, 
health, and nursing agencies or associations and . , that ANA continue 
to encourage research and investigative activities into occupational 
risks and health hazards encountered by nurses in the workplace " 

As we all know, presently there is no cure for AIDS. It is a disease chat 

is nursing intensive Throughout rhe course of the disease, it is nurses who 

provide continuous nursing care during the hospitalization. n the home, and 

during the hospice phases of chis fatal disease Accordingly, nurses are exposed 

daily CO HIV However, there is no data co demonstrate chat patient-nurse 

contact is responsible for transmission of the disease AIDS Data indicates that 

less Chan ten health care workers have ueroconverted after needle sticks or 

concacc with HIV infected blood or body fluids, although several thousand such 

incidents have occurred Since its recognition in 1981. transmission of AIDS has 

been researched to determine its comaunicability The virus has been isolated m 

Che blood. SPren. bred«;t ni-ik. vaginal secretions and Ct^rcbrospmal fluid of 

infected patients .Ichough the disease is pritaarily cransm^Cted thiough 
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incimace sexual contacc with infected mdivtduals , the sharing of IV drug use 
paraphernalia, and perinatal exposure of babies born to infected mothers, is 
also spread by contact with contaminated blood and body fluids 

The transmission of HIV is similar to that of the hepatitis B vtrus 
Ironically, many AIDS patients are also tnfocted with hepatitis and 
cytomegalovirus ^CMV) The provision of health care necessitates that nurses and 
other health core workers have frequent and often intensive exposure to 
potentially contaminated blood and body fluids Additional ly . those who are 
responsible for the care of linens, bedclothes and waste disposal may also be 
exposed to the virus Linens are contaminated with body fluids and hospital 
trash contains contaminated waste materictls and needles and sharp objects 

Such occurrences increase the potential for health care workers to be 
exposed to the virus Since AIDS is similar Co Hepatitis, emergency ri 
operating room, recovery room and critical care nurses are to be considered 
risk employees Studies have shown that AIDS pdtients require a^.'soLt d^ubi*' Che 
amount of nursing time as equally tU patients who do not have AIDS li would, 
therefore, appear that nurses beat disproportionate amount of risk to ail oiocU 
borne diseases including AIDS for which no vaccine or cure exists 

However, a studv to evaluate the iisk of <, c^upat* ina L ti ansaiss : on of HIV, 

Hepatitis i and cytomegalovirus to noalth caro workers ^i^.h c-'tensi"*-' exp^s-.fc 

to HIV infected Patients reached several conclus'.oa*; Thr Julv 1?87 i^ur^Mi ot 

Infectious Diseases reports that 

"This prospective cohort study was designed to evaluate the riSf 
occupational rrar&miss ion uf human irsraunncie f ic lenc ^ ' i rus 
hepatitis B virus fH3V) , and cytoraegaloviras vCMV) to health caie 
workers with intensive exposure to HIV-infected lat^enf^ So ortv-f.\,t' 
percent of ^he C^O sublects nad been cxuosoci -o dtie'irs w.th A JDS 
AlDS-reiated conditions (ARC' ^or at le-is*" q\w 'fsr bet ->ro •nro..-*: 

</or%."^d IV 'jpe*. lal i..ed AIDS ^fiti ,ipd ,:>*, ■.'.^fd. ne*'' i oTri. -f 
dcc*aenral paronternl exposuies to HIV- ;nfei. • ^^ci lo-i i\ - 
tliBt of •snrOiir^t"'!" 'lone had ni* »bod. t n i.'V .»t<l i c t • -^t 
subjects retpjtod C caoJ\ths hac ac ;'a.vi"»c' ar',botl, \v/ o^^vi* 
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of Increased risk of acquiring CMV or HBV was obcaincU These results 
indicate that healch care workers are ac minimal risk for HIV. CMV. and 
HBV cransBission from occupational exposure co patients with AIDS or 
ARC, even when intensively exposed for prolonged periods of time 

Accordingly, ANA stands in opposition to mandatory testing of health care 

workers because it is not scientifically supported We are also concerned about 

the possible aisuse of such confidential information on employee records and 

possible adverse insurance and employment actions. Voluntary testing has been 

effective to date We believe testing policies must provide anonymity and pre and 

post-testing counseling ANA is also utilizing CDC guidelines and the ANA Code 

for Nurses in promoting written protocols for workplace policies focusing on ell 

Infectious diseases. 

In its efforts to educate the nursing profession about AIDS, ANA has 
supplied nurses with over 6.000 copies of che Surgeon General's report on AIDS 
We are also collaborating with the American Red Cross to educate health care 
professionals and the couaaunity about the disease prevention and health promotion 
actions which people can use to prevent the spread of AIDS ANA distributed over 
2,000 copies of the American Red Cross' educational booklet on AIDS Our 
constituent state nurses associations including California. Oregon, New York, and 
Pennsylvania arc conducting educational programs for health care professionals 
and the community on AIDS, its transmission and prevention. 

ANA has recognized that education about the epidemiological ispecrs of chc 
disease is not enough We have promoted the education and training of healch 
care workers in protective work practices to assure the occupational health of 
nurses while providing care to AIDS patients The Association participated in 

^Gerberding, J, Uuise. Bryant -LeBlanc, Chary 1 E , Nelson. Kathleen Moss 
Andrew R , Osmond, Denr.is, Chambers, Henry F , Carson, James R Drew v" 
Lawrence, Levy. Jay A . and Sande , Merle A Risk of Transmitting the Human 
Immunodeficiency Virus. Cytomegalovirus, and Hepatitis B Virus Co Health faie 
Workers Exposed to Patients with AIDS and AIDS-RelaCed Conditions The Jour;jal 
or Infectious Disease, 1987 Vol 106 1-16 
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Che 1985 revision of CDC's Recommendations f or Preventing Transrol y^sion 2I 

Infection with HTC-VITI Virus in the Workplace and recently participated m 
discussions regarding their clarification and expansion ANA has continuously 
urged that nurses and all health care workers study and use the recommendations 
to assure the safety of health care workers and the welfare of the public 

ANA and Its state nurses' tssoclations have promoted the CDC recommendations 
In professional seminars and educational meetings We have urged the 

Occupational Safety and Health Administration (OSHA) to Issue an Emergency 
Temporary Standard {KTS) for the hazards of AIDS and other blood borne diseases 
such as Hepatitis. Since 1984, we have repeatedly urged the National Institute 
of Occupational Safety and Health 'NIOSH) to release guidelines it developed 
after a task force study on occupational hazards of workers In health care The 
ANA review of the draft guidelines demonstrates that occupational safety and 
health programs In hospitals are non-existent or embryonic at best Among the 
hazards addressed In that NIOSH document are specific recommendations on employee 
exposurtis to AIDS We believe these actions are necessary because studies 
indicate that there is only 50% complia-.c-^ with the recognised infection control 
procedures established by CDC 

The recent Mortality and Morbidity Weekly Reports (MMWR) by CDC have 
revealed trhat three health care workers, including a nurse, had se roconve rtea 
after ex^ . .ures Co blood and body rlaids of patients, subsequently revealed '.f 
sero-posit ive for AIDS The reports also demonstrate that increased educatior 
and training of health care workers regarding the CDC recornnendations for care o* 
AIDS patients is needed ANA has reaffirmed its support of ti.e CDC guiUelints 
for preventing transrcission of AIDS -n the workplace However, *'e belie /e OSHa 
forts in enforcement are needed co assure ercplovfi enplov ee conpl inner 

Emplove»»s must bv 'mnitrored :o ensure LoirpUtiTKc *^nve acknowlc 
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that workers are soroetines careless about m.Ttteis affecting their personal 
safety That is not an indictment, but an indication that occupational satety 
and health involves a partnership between employer and employee However, the 
ecaployer controls the --workplace environment and, therefore has a greatet burden 
Accordingly the employer xust enforce the health and safety program, and must be 
consistent and equitable in order to establish guud faith in the program 

Most importantly medical monitoring and surveillance are necessary to 
ensure any health and safety program' s effectiveness and to protect the workers' 
health and economic future Such follow-up is necessary to notify workers m 
order to enable them to receive appropriate care, and m the determination of 
employer liability when an occupational exposure has occurred It is especially 
important that those m charge of AIDS occupational health and safety programs be 
knowledgeable In addition, the importance of counseling must be incorporated 
into any medical surveiildnce program 

Ve strongly believe that an OSHA standard jouU guarantee effective 
education and training ot hospital employees about rhe di:,ease. its transmission, 
and the protective measures necessaiv .o reduce occupational exposure It would 
also ensure consistency in the implementation of protective health measures For 
example, we know of one hospital that requires Uborit - Personnel to wash their 
hands while still weai:n^ Latex gloves so -he gloves .an used repeatedly Ar 
OSHA standard would piofubit .ulL practices unless -he .-^plover demonstrated 
rheir effic.icv Some hc^puals do not -.ant to implement u:u/ersai blood and ^n.d/ 
fluid pr^»caution^ nltLougn sueh piecautiors I'rotO'^ uoikers tzorr -.nKi^ovr .us 
-•ell as knovn irfectt'^t i.-^t bl^od jnd bo&, :i.udb -nosr .ab 1 1 tut lor.^ .,ro por- 
concerrsed with costs bore »vive ovon p;oDos»>d tho -''s^i-t; ot i vr^.A.'\ ^-.rk^.-iv 
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not alone in our belief that educational and training programs arc necessary, as 
a major insurer of a California hospital has asked that it demonstrate the 
existence of education and crainin^ of personnel. 

Dr Margretta Styles. ANA President, responded to CDC's report regarding three 
health care workers who seroconvertcd after exposures to blood and body fluids 
with the following statement. "These three cases provide dramatic evidence of 
the need for registered nurses and all health care workers to continue to be 
vigilant in their compliance with the guidelines established by CDC Registered 
nurses have been in the forefront of providing quality care to victims of AIDS 
It is critical that we maintain this commitment while adhering to necessary 
precautionary measures to protect ourselves and the public we serve " 

The cases in qi'estion illustrate the need for nurses to demonstrate by 
example the necessity of observing professionally established infection control 
precautions "These three cases do not signal Che need for a change in 
procedures.** Styles added "They instead signal a need to reemphasize vigilance 
with established procedures Nursing has a tradition of providing quality care 
to the victims of once fatal infectious diseases such as poliomyelitis, yellow 
fever and tuberculosis This tradition of caring has always meant adhering to 
proper control procedures to curb the spread of disease U'e urge the nursing 
profession to cake a leadership role in continuing to pro%lde safe and effective 
care to victims vith AIDS " 

These revelations of worker exposures to AIDS, and subsequent 
seroconversion, have resulted in an increased call for mand.itorv testing for AIDS 
of specific groups by some legii> lators , and niost recently the President A.SA 
continues to opp ose mandatory testing, as we believe aggressive disease 
oi'evention educaiioti tov health care workers ind Jac public- about z\v** knovn 
causes, transraissiun , treatroent, caio and prevention are the luor.C tfftcti'e -oolc 
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to prevent the spread ot the disease We nav*- repeatedly expressed our support 
of the Surgeon Oeneral's recorrjsendations regaidmg preventive heaith techniques 
and public e'iacation 

In Noveraber 1086 .^A issued a stateosenc on serologic testing of health care 
workers in response to legislative inquiries legardmg eraplovee health and 
safety It stated 

-Acquired Imoune Deficiency Syr^drooe uiDS) has been declared the 
number one health priority by the U S Public Health Service As the 
public becomes more concerned about Che disease, che pressure for 
routine screening for the Human Immunodeficiency Virus UlIV) antibody 
is likely to mount Pressure is apt to focus on health care workerj. 
because of their unique role in caring for persons with AIDS even 
Chough the Centers for Disease Control (CDC) does not recommend routine 
serologic screening for health care workers, regardless of routine 
participation in invasive procedures 

The Aner can Nurses' Association (ANA) opposes che routine serologic 
screening of health care workers for the HiV antibody The HIV virus 
IS transmitted through intimate sexual or blood contact Therefore 
the risk of HIV is cransmitted only through intimate sexual or blood to 
blood contact Routine serologic screening of health care workers for 
the HIV antibody „ill not improve patient care or provide additional 
protection against HIV transmission in the health care settings Since 
the mere presence of HIV antibody in the absence of immunosuppression 
or symptomatology of Aids Related Complex ^ARC) or AIDS does not affect 
or predict job performance problems or risk to patients other 
employees or the affected employee, che employer has no need for such 
information Additionally, since the mere presence of HIV antibody 
does not predict che eventual development of ARC or AIDS it cannot be 
used accurately to predict insurance claims or increased costs for 
employee benefit plans 

ANA does support employer testing if it is done in accordance with the 
medical surveillance routine recommended by :he lDC to document che job 
exposure to HiV after an occupational accident Serologic testing 
after on the Job exposure to HIV mav be crucial in establishing a 
workers compensation claim Personnel policies should be developed for 
on the job exposure to HIV and address employer pavment for initial 
serologic testing and follow-up tests, record-keeping and access to 
records, confidentiality, and raedical and health counseling durinr 
medical surveillance Health care workers must be encouraged to -eDort 
occupational accidenrrs and seek appropriate medical surveillance The-, 
must also be assured that such actions wilJ not be sub-ect "ro 
retaliatory actions or that the mforoacion w.U not ne ist^d m^Uvall 
impermissible wavs ' ' ' 

ANA'S commitment to the o.-.pational health ot rho nation's nurses oxt >Mds 
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to the Issue of non-discrimmaCion m employaent for handicapped iiidivitlu.da 
ANA supports the inclusion of infocCious diseaso under the Rehabilitation Act of 
1973 ANA filed an aoicus brief with the 'u S Supreme Court, on September 15. 
1986. in the case of S chool Board of Nas sau Countv. Floiida v C<>ne H Arlino. 
involving a teacher who was fired after contracting tuberculosis The Supreme 
Court held that people with contagious diseases are covered by the federal law 
which prohibits discrimination against handicapped persons m federally funded 
programs. ANA agreed with Justice Brennan, who noted that, "Congress 
acknowledged the society ' s accumulated myths and fears about disability and 
disease are as handicapping as are the physical limitations that flow from actual 
impairment." ANA is in disagreement with the Justice Department's legal opinion 
that an employer could dismiss an employee who has AIDS if the dismissal were 
prompted by fear of contagion ANA will continue to monitor the ethical, legal, 
and labor relations issues regarding AIDS, and will encourage employer, employee - 
developed policies for catastrophic illness that are compassionate and equitable 
to prevent discrimination and economic upheaval. 

TESTING OF H OSPITAL PATIENTS 

On April 1, the President declared AIDS Public Health Enemy Number 1. and 
called for mandatory testing of certain groups at the state and federal levels 
Among those recommended to be tested for the HIV virus were hospital patients 
The President's statement also included an admonishment that chose with AIDS not 
suffer discrimination "This calls for compassion, not blame And it calls for 
understanding, not ignorance but care for them with dignity and kindness 
However, he did not call for legislation or state action to protect against such 
discrimination 

Although ANA agrees with the President's admonishment that thoi>e '*ith AIDS 
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not suffer discrimination, we differ with his recomraendacions on testing of 
hospital patients ANA agrees with Dr Koop's statement m his report on AIDS 
"Compulsory blood testing of individuals Is not necessary The procedure could 
be unmanageable and the cost prohibitive It can be expected that many who test 
negatively might actually be positive due to recent exposure to the AIDS virus 
and give a false sense of security to the Individual and his/her sexual partners 
concerning necessary protective behavior * 

Public health officials almost universally oppose mandatory testing The 
epidemiological benefits of testing do not support the redirect )n of resources 
from research and education to test a large body of people who are not high risk 
The majority of hospital admissions fall out of the demographic parameters that 
predict disease prevalence Mandatory testing raises several concerns first, 
costs for hospital patients axone have been estimated above $100 million,' second, 
the feasibility of providing the recommended counseling, third, the Issues 
regarding positive prenatal test results affecting birthing decisions, and 
lastly, the paramount concern for confidentiality of test results The latter 
issue raises particular concerns about discrimination In the areas of insurance, 
housing, and employment 

Mandatory testing of all hospital patients would therefore not be cost 
effective Ma.iy public health officials alst say AIDS testing for hospital 
patients would be expensive and ineffective Most health professionals chink 
education is the best way to combat AIDS and protect health care workers We 
have to break this cycle of fear Nurses, doctors, and other health 
professionals must walk a fine line betveen unreasonable precautions and those 
needed to prevent AIDS exposure 

ANA agrees with the Anerican Medical Association's (AMA-i recent statement. 
"Public health authorities have advanced a plausibic premise for their opposition 
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to mandatory testing" for certain groups. 'Until those premises a:o shown . 

to be incorrect, a policy rejected by the vast raajoricy of public health 
officials, including the Centers for Disease Control and the Surgeon General, 
cannot be recoausended " 

Approximately 33 8 raillion patients received hospital in ooraiaunity hospitals 
care in 1986. Accordingly, the result of testing all patients is that a 
multitude of documentation would be maintained Maintaining the confidentiality 
of such records would be costly and a technological challenge 

ANA also believes that the potential for oisappUcation of such testing 
could affect the provii,ton of health care to patients, if hospitals had to Juggle 
their resources because of misinformed budget cutters 

ANA supports the availability of vglyntary. anonvntoufi testing with mforraed 
2^02^ appropriate counseltng Individuals seeking services at drug 

rehabilitation, sexually transmitted disease, and family planning clinics should 
have access to confidential testing and counseling about health practices 
Confidentiality of test results must be maintained to prevent discrimination, 
especially in such areas as insurance, employment, and housing. Regardless of 
whether individuals are found to be seronegative or positive, targeted health 
education programs and individual health counseling which addresses preventive 
health practices and the avoidance of high risk behaviors must be provided by 
qualified health professionals 

AIDS FEDERAL POLTCY ACT OF 198 7 

ANA endorses S 1575. the AIDS Federal Policy Act of 1987 AN'A has 
historically advocated equitable and humanibtic health care for all people 
This bill assures that those people vho are tested or treated for AIDS wiU aiso 
have those same rights 
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ANA. based on public health and humanitarian principles, concern about 

discrimination, established association policy, and a Uck of definitive research 

demonstrating the efficacy of testing programs, adopted the following at The 

House of Delegates. 

That the House of Delegates support the availability of vplvn^OIY. 
anonvTOOUS HIV testing with Informed consent and appropyt^^^ <;9Vng^Ung 
by qualified health care professionals and that those seeking services 
at drug rehabilitation, sexually transmitted disease, and family 
planning clinics have access to anonymous testing and counseling about 
health practices. 

That t>e House of Delegates oppose universal mandatory testing for 
antibodies to the HIV virus 

That ANA continue to urge the federal gov noent to devote substantial 
funds to support education, research, an<- treatment in the fight: 
against AIDS. 

That ANA reaffirm its commitment to protecting the civil nd human 
rights of persons affected with AIDS as well as those of the 
caregivers . 

That the House of Delegates acknowledge and reaffirm Che commitment of 
the nursing profession to provide care to all people in need of nursing 
services regardless of the illness or the severity of Chat illness 

That ANA urge all health care workers to become faraiUar with and the 

implement the Centers for Disease Control Recommendat ion.<^ £iL£ 

Preventing TrAnsrolssion of HIV infect iori m The Workplace. 



Ue believe that S. 1573. incorporates many of :he principles that ANA has 
endorsed It establishes a voluntary testing and counseling program for .-MDS . 
assure* the confidential \r/ of sucn test results. and prohibits non 
discrimination against seropositive individual 

ANA wholeheartedlv supports Section 23lt3 of the bill which requires 
documented informed consent to such testing We -ould also stress zh.n giant 
applicants must understand that informed consent must be effective Individuals 
who undergo testing-, and counseling jau*"-t have the infoiriat. or presented ^'ith their 
cultural, linguistic and educational backgrounds in rair.^i Those sane i^oncerns 
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are applicable to Section 23i:u^ which s^wa <.uc crilorla for pretesting 
counseling This is especially important bocau:»f of the potential 

disproportionate impact of AIDS on the Hispanic. jUck and native Araericar. 
communities Those cotamunicies not onlv are undorserved in health care but nav 
also bear the b. ien of poor reading skills Additionally, thev are aUo 
extremely proud and would be reticent about their inability to coaprehcnd 
counseling ser\'Lces designed for middle class Aiserica 

Information about ihe legalities regaiding confidential itv, non- 
drscriminacion. and public health reporting is important bocav;se manv of the 
affected populations have an nibtoncai distrust of government information 
procedures Some jho are ireni^rants raav have oxpeiitnccd hucsan rights .;oiations 
at the hanus ^f their ow governmorc officials, 

We are especially pleased that Section :3:\b rt«quire<: that seronegative 
individuals receive information regarding prevent;on of exposure to and 
rra.ismission of HIV AN/^ believes that the public must nderstand the 
liraitacions ot Cestinsj foi- ^IDS Testing .loes n^r or*>venr t^,> disease ^eopio 
Tist be instructed to -efram trot, bi^h ris^- b^'n.tv.or s.:cn as iv d:ug '.se 

also agree wirh Dr Koop's assessment that appropiia^o prophv.acti measures T.usr 

be practiced by those who are sexual l\ activ«» 

Ve support Sections and ^huh r..o . . * tie M.-.-TOi^. -est.Pk; ar.i 

prohibits condirio.^al testiiK t . : -e>e.pL htM.ti : ,i.v^dials *r.o 

seek voluntarv tcstlnr, Tusr not bo dissuaded 1 : ntrs tro ..ste- ru . av.se jI ar.x.iM*-; 

regarding disclo&uie of idor^.-.-, I jss ht-a'.it . ar.« Sf-'-.-s 

ANA billeves -hat r;.-;: v.id -.;;.r'-a: saNcrut^s v , -.m.^m:-, ,v-uro • 

onlv proper di^c losu: *'b ^e made b\ iho^e «ho au* r:""\ • 



L* -1 1 1 , 



counst-lir.i inforTar.on wn:vr -ni^ht Uen, : : tes'fi*. i' \ - i..^^ 

unauthorised >lis. lo^uios )r s i. in:o:nai.oi - 
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confldentlallcy laws ale stringent. clemonst.Atc that the govcrnoent must be 
adamant about its Intent to protect the Individual's privacy regarding A DS 
related health care services 

W« believe that the language m Section 2331icm3) which refers to a person 
who knowingly violates the disclosure provision does not refer to inadvertent or 
accidental disclosure The tens "knowingly" indicates to us that a person must 
intend to disclose the Inforaation We recognize that some are concerned about 
the potential for negligent disclosure, and suggest chat the conmilttce consider 
clarification of the language If negligence Is to be covered by this section 

Ve have similar concerns for the section on consent to disclosure as we do 
for consent to testing We support the provisions on disclosure m Section 
2332 (,e) without consent ."^s they appear to conform to a "need to know" test 
applicable to the administration ot public health and patient care duties ANA 
believes the provision of health care Is rcost effective when infonaatior. 
pertinent to a patient's treatment tnd welfare :s judiciously disclosed to those 
directly concerned with chat patient's care Such information f.icilitates che 
provision of quality heal'^h services while ensuring the occupational health of 
Che providers We are also pleased to see that our recommendations to the 
Chairman regarding the confidentiality of court proteed-iigs and records h.ive been 
irapleraenced 

ANA also supports the Drohio.iion ir.tcndetl to prevent J-iicr imm.ition against 
an indiviU-i.il in t»Tip I n^Tsent hu(..>ing, ^^ub.ic at commodat. ions or governmer.: ii 
services <.upt»Tiati that Sec* '3-^ ^ voy^n rni^ L*id; v i dua 1 s expob'.'d 

to the virus have particular conceri:. .nd ..f».d :o i^'x w ^.itiical lnfvi''*r.i* '.Of 
legardir.g pat-e*: s viii^, v^on .^-^'Hv' < '>i ract 

I*^'' closing :ei"era:e *har Co igrt* ssraai. J 'o^. Rc.*' d D >\\ stated 
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recently at a House Veterans Affairs Committee hearing. "It xs paradoxical that 
the discovery and identification of this virus or perhaps several viruses and 
the way the immune system is attacked - has required the most sophisticated 
medical technology that has been developed by man and yet we £^ control Its 
spread by using the most basic medical principles and education ..." 

To keep people alive, we must encourage testing, and to encourage testing, 
we must have voluntary, not compulsory testing. We oust have testing for high 
risk behavior groups and not for the entire population Federal policy must not 
create a disincentive for care. We must also have confidential testing so that 
people do not have to face both fear of AIDS and the fear of discrimination. 
Moreover, testing without adequate counseling is of little value. 

ANA pledges to continue Its role In the community and the profession In 
promoting AIDS prevention and education We hope chat these hearings will result 
In a logical scientifically based national health policy on AIDS 
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The Chairman. Thank you very much. We will include both your 
statements in their entirety in the record. 

Dr. Bristow. first of all, as I understand, the AMA has filed an 
amicus brief for the Rays. 

Dr. Bristow. That is correct. 

The Chairman. Do you think their experience is unique? 

Dr. Bristow. Unfortunately, I doubt that it is. 

The Chairman. What has happened in other similar cases? 

Dr. Bristow. Well, I think many such cases have not come to the 
light of day. I think it has probably been handled much more quiet- 
ly and surreptitiously. 

The Chairman. Ha\a education and legal remedies contributed 
to helping resolve some of those cases? 

Dr. Bristow. We believe that the Arline case, for example, points 
.a way in which we can protect individuals who are simply seroposi- 
tive. That is one of the reasons why we encourage this legislation 
to make a specific statement that it is not in any way interfering 
with possible application of the Rehabilitation Act, Section 504. 

The Chairman. What is the position of the Association on the 
best way of preventing AIDS? 

Dr. Bristow. Through education and counseling of the general 
population. It is important that the American people learn those 
ways in which they can effectively protect themselves, and that 
such will be accomplished through knowledge, not through adopt- 
ing an ostrich-like posture. 

The Chairman. Do nou believe members of >our Association cur- 
rently understand where and when to recommend AIDS testing? 

Dr. Bristow. There is a need for an educational program that 
will involve physicians also. Along that line, we have been working 
industriously, I would say, during the last two years. As recently as 
last month, we distributed 8,53.000 monographs on how physicians 
can appropriately manage AIDS within their practices to physi- 
cians across the country 

The Chairman Do some of them face a dilemma about whether 
to recommend testing, gi\en the tragedy t'hat we heard this morn- 
ing with regard to the Ray famil>'^ Are some of them perplexed by 
the current dilemma expressed b\ the Ray family, which is prob- 
ably known to other physicians^ Is this perplexing*^ 

Dr. Bhistow Yes. it is. The information concerning an individ- 
ual's HIV status is potentially loaded with danger for that patient 
We are aware of instances of discriminatory behavior We are 
aware of problems with protecting the confidentiality of that infor- 
mation. Because of those associated problems, it does pose a dilem- 
ma for a physician who is considering the recommendation of sero- 
logic testing for a patient. 

The Chairmak. Do \ou think we have an> hope of stopping the 
epidemic through education and counseling while experience like 
those which the Rays have suffered still occur? 

Dr. Bristow Well, I think if that type of experience it^ allowed to 
repeat itself, it is only going to have the effect of making indnid 
uals who do have a reason to be concerned about thei? HIV stalu.^ 
go into an underground posture, into a j)osture of avoiding finding 
out information thut could be helpful both tu them and to thn.se 
around them 
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The Chairman. Let us talk a little bit about confidentiality. This 
is obviously an accepted principle in medical practice. Why do you 
think there is a need to strengthen confidentiality laws when it 
comes to AIDS? 

Dr. Bristow. Because of the concern of a discriminatory backlash 
against the individual who may, in fact, have a positive serology. 
Because of that potential for a backlash, it is important that the 
information be protected. It should be available to those within 
what I call the medical loop who have a reasonable need to know 
and to those responsible agencies of government who have a role to 
play in the provision of services for that individual. 

Aside from that medical loop, I think the protection of that infor- 
mation is terribly important. Along with that, we must have safe- 
guards against discriminatory behavior; so in the eventuality that 
that information does leak out, the individual would still be as- 
sured that they will be treated fairly and honestly by their sur- 
rounding society. 

The Chairman. Do you feel that there are times when breaches 
of confidentiality are justified? And what are these times? 

Dr. Bristo.y. Well, those times will occur when there is a clear, 
reasonable likelihood of the endangerment of another person*s life. 
Under those circumstances, there has been a long tradition that 
physicians are obliged to make every reasonable effort to protect 
that innocent third party. 

This has been shown, for example, in cases of individuals who 
have been mentally ill and who have expressed a desire to harm a 
third party to their doctor. It is quite clear that the physician does 
have a responsibility to see to it that an appropriate warning has 
been conveyed. 

The Chairman, Of course, you are facing the dilemma that 
making information available to those at risk increases the risk of 
the population having that information and that increases the real 
potential for discriminatory behavior, doesn't it? 

Dr. Bristow Yes. Unless it is handled with confidentiality, that 
is true. 

The Chairman. Do you not think this is giving a special protec- 
tion to AIDS-infected individuals that we do not give to other indi- 
viduals who are ill? Is that not giving this whole disease what 
might be considered a leg up in terms of protections against dis- 
crimination? 

Dr. Bristow If it is. Senator, it would be my opinion that such 
increased protection is in the public s best interest because it can 
assure, at least reasonably encourage, the corporation of tho^e indi- 
viduals who are in high risk categories as far as their beha\ior is 
concerned to come forward and participate in a reasoned and ra- 
tional approach towards the greater public health needs. 

If we do not have that cooperation, it is goi.ig to be virtually im- 
possible to contain the infection. 

^ ^e Chairman. Now, do you believe that the private sector 
should adhere to the principles of anti-discrimination? We have 
had a long history of providing anti-discriminatory protection 
against minorities, women, elderly, handicapped, etc. in the reha- 
bilitation act and civil rights legislation. Now, we are talking about 
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anti-discriminatory provisions extending to the private sector. You 
are urging us to do that, as I understand. 

What is the reasoning behind your position? 

Dr. Bristow. Well, our belief is that as long as there are in- 
stances of overt discriminatory behavior this will serve as a deter- 
rent to the cooperation of individuals that society needs to have co- 
operating in the general approach to this illness. Specifically, as far 
as the Ray case, I think it is an excellent example that we heard of 
this morning. If that type of activity continues to occur, it is going 
to discourage parents from trying to do those things which are in 
the public's best interest. 

The Chairman. Let me go to Mary Foley. Your membership has 
the closest contact with people who have AIDS, probably with the 
exception of their families, of course. Your members must have 
some anxiety about infection. 

How do they go on with their duties? What are the real risks to 
them? 

Ms. Foley. Nurses have direct care for the patients and have ex- 
pressed concern about their own safety. But because we are educat- 
ed in a scientific background, we have found that education of the 
nursing population has been our greatest asset in alleviating the 
fears. Nurses who understand the modes of transmission and have 
been made aware of the CDC guidelines have become extremely 
comfortable in the direct care of the patients. 

We agree that education is the key here. I work on a daily basis 
with nurses and patients, and I am constantly in an educational 
process of letting people know what are the real risks. Many state 
nurses* associations have taken on very aggressive educational and 
training programs for nurses and other health care workers. 
Nurses may have the most direct care, but we also have a great 
deal of knowledge. 

I find some of what is sad is the dietary workers, the housekeep- 
ers, the other ancillary personnel who often have direct contact are 
very, very fearful, and have a lack of information. So our member- 
ship is becoming more knowledgeable and, therefore, more comfort- 
able. 

The CHAiUM>iN. There are already well-established principles of 
confidentiality in the practice of medicine. Nurses are often taken 
into the confidence of those they care for. Do you think our current 
standard of confidentiality is adequate? If not, why not? 

Ms. Foley. We are obligated to respect the confidentiality of pa- 
tients, and ethically if the nurse were to violate that co.ifidential- 
ity, that would be a very serious breach in their standard of prac- 
tice and in our ethical code. So for our personal practice, we find 
that confidentiality adequate. 

We do support your provisions for confidentiality, and I think 
the doctor has made a good point that the circle of employment 
and insurance information can be quite destructive to somebody's 
personal well-being. What we have found is the fine line between 
the need to know in regard of a test result. We do not need to 
know a test result to be protected in the workplace. There are ade- 
quate protections through the CDC guidelines. But if a diagnosis is 
made, then it is helpful as part of the medical loop, as the doctor 
recommended, that the nurses involved directly in the care of that 
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patient be provided that infoimation so ue ean provide comprehen- 
sive care, but not so that we are protected So \ou have come to. I 
thinky a good decision on that issue 

The Chairman Is it difficult to maintain confidentiahty in the 
hospital setting? 

Ms. Foley To be honest, it is There is a grapevine. Hospitals, as 
any place, encounter a number of people having access to informa- 
tion that may be in excess of what needs to be widely distributed. I 
think there needs to be some attempt by hospitals to work out noti- 
fication of the involved personnel without putting red stickers on 
doors or labels on charts that might alert people that are not di- 
rectly involved in the care, and then do promote some of the infor- 
mation that goes beyond the network that is necessary. 

The Chairman So that issue should be addressed more compre- 
hensively? 

Ms. Foley. Yes 

The Chairman On the issue of discrimination, your members get 
to knovy these people who are ill and their families well Nurses 
have witnessed the painful effects of discrimination on the people 
they have cared for Can you tell us something about these observa- 
tions and what you feel is the most important we.-ipon for fighting 
discrimination? 

Ms. Foley Education The individuals who are ill with AIDS- 
related illnesses are extremely ill and at a disadvantage just based 
on their physical ailment; yet they face discrimination from other 
health workers, perhaps. They may face discrimination from em- 
ployment and housing, and their life is difficult enough. They 
should have nothing more to deal with other than their wellness at 
that point The examples of discrimination this morning were just 
horrifying, but they are not exceptional. That is the sad truth. 

I think the degree of discrimination justifies extension of AIDS 
to some private sector protection because the degree is just phe- 
nomenal, and it goes into your practice of your religion, your abili- 
ty to attend a school, to go to a motel, to get your haircut, the ex- 
ainples are just unending— transportation home from a hospital by 
a transport team, et cetera, et cetera. So the examples, I think, jus- 
tify the protection of the individual. 

The Chairman. So you think Federal laws can make a differ- 
ence? 

Ms. Foley. Yes, I do. 

The Chairman Well, it is excellent testimony from both of you, 
precise, knowledgeable, based upon a good deal of experience, and 
very helpful. You make the case very, very well. It is basically, I 
think, irrefutable. Not everyone agrees with me completely. 

We want to thank you very much. You have been very, very 
helpful in your testimony. 

Dr. Bristow. Thank you. 

Ms. Foley. Thank you. 

The Chairman. Our next pane! will be Bonnie Strickland, Pro- 
fessor of Psychology, University of Massachusetts, President of the 
American Psychological Association. We are delighted to have her 
here. She has been a source of information and assistance to me 
professionally in serving as r^hairman of the Health Committee. 
We are very glad to have her back here before our Committee. We 
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are looking forward to her tebtimoiiv She hab been a ^ood friend 
as well. We are dehghted to have you here. 

STATEMENT OF BONNIE STRK KLAM), V\UK PROFESSOR OF 
PSYCHOL()(n\ I'NIVERSITY OF MASSAC III SETTS, AND PRESI- 
DENT, AMERICAN PSYilI()L()(;i( AL ASSOC lATION, WASHINCJ- 
TON, DC 

Dr. Stricki^nd. Thank you. 

On behalf of the [K\OQO members of the American Psychological 
Association, I am pleased to have the opportunity to present testi- 
mony in support of Senate Bill 1575, the AIDS Federal Policy Act 
of 1987. My name is Bonnie Strickland. I am a professor of psychol- 
ogy at the University of Massachusetts at Amherst and a member 
of the National Advisory Mental Health Council and President of 
theAPA. 

Mr. Chair, your leadership in developing Senate Bill 1)75 demon- 
strates an awareness that AIDS is the most pressing health issue of 
our time. Without a vaccine or a cure, we as a society must look to 
preventing transmission of the AIDS virus as the means of reduc- 
ing the instance of AIDS. 

In many ways, AIDS is a disease of behavior, and as such, pre- 
vention in this instance means changing behaviors that pose a lisk 
of transmission of the virus. The behavioral scientists, APA mem- 
beis, have a special role to play in addressing this problem 

Recently, APA coordinated a major policy statement on AIDS 
counsehng and testing. This statement was endorsed by 21 major 
national health and mental health associations, organizations, in- 
cluding the American Psychiatric Association, the American Hospi- 
tal Association, and the American Nurses' Association. 

I would like to brien> elaborate on the principal pointb raised in 
our statement, a copy of which 1 would like to submit for the 
record. 

The Chairman. It will be printed in its entirety. 

Dr. Strickland. Research indicates that behavior change is most 
effective when the decision to change behavior is voluntary Tools 
such as the HIV antibody test may be an appropriate adjunct to a 
voluntary program of behavior change. Testing in and of itself, 
however, is of little use, is onl> as good as the education and coun- 
seling that accompany the test. 

A comprehensive program of behavior change will include three 
discreet components, education, pre-test counseling, and post-test 
counseling. To the extent possible, the counseling and testing proc- 
ess should be anon>mous. If anonymity is impossible, then strict 
guarantees of confidentiality must be assured. Because there is no 
way to ensure that confidentiality will be maintained, non-discrimi- 
nation protections must be provided. Both confidentiality and non- 
discrimination are central components of a positive public health 
response. Without such protections, the stigmatized populations 
most at risk for HIV infection will avoid testing programs altogeth- 
er, therefore defeating the public health goal, 

I would like to commend you, Mr. Chair, for developing a bill 
which so closely parallels the public health ard mental health con- 
cerns around AIDS And, indeed, mental healtb issues in the area 
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of AIDS are acute To address these issues, the counseling compo- 
nent in such a program must serve a dual purpose. 

First, counseling must be designed to help people to move avvav 
from high risk behavior Data have been developed which suggest 
that in the absence of counseling people who have tested positive 
will continue to engage in high risk activities. Moreover, we some- 
times forget how important post-test counseling is for the HIV neg- 
ative individual We must ensure that this group remains uninfect- 
ed. 

In a New York study, 30 percent of a group of HIV negative indi- 
viduals did not receive counseling, thought that they had success- 
tully fought off the virus, and were not at risk of future exposure 
hollowing counseling, most of these individuals, have become aware 
of their future risk of infection. 

Secondly, counseling may help to alleviate some of the more seri- 
ous psychological consequences of testing A body of data indicates 
the adverse social and psychological consequences associated with 
knowledge of being infected, including depression, break-up of rela- 
tionships, social isolation, and disabling levels of anxiety. As more 
testing has been dene throughout the countrv, reports have also 
begun to surface about HIV te.sting-related suicides 

From the Health Crisis Network in Miami, Florida, we know of a 
young man who, upon learning of a positive test result, killed him- 
self tragically, an autopsy indicated that the positive test results 
was incorrect., a result of grave errors in the testing process If this 
spaS '"'"^ ^^^'^ '(^ceived counseling, his life might have been 

Indeed, over a two-and-a-half month period, the NetvNork hotline 
has reported seven suicides related to HIV positive test results. 

In another instance, a woman who received her positive test 
result through the mail killed herself within five hours after crisis 
intervention with the hotline was attempted. 

From New York,, we have heard the all" too often report of a 
young college age man who experimented with homosexuality. He 
was tested by a family physician who provided no counseling 
Wnen the young man presented himself to the therapist,, he was 
convinced of his imminent death, put his entire life on hold, includ- 
ing plans for law school, and was seriously contemplating suicide 
Fortunately, counseling became available, and the client has suc- 
cessfully adjusted to the fact that he is HIV positive. 

These stories, which are typical of the dramas occurring across 
the country, reflect the severity of the individuals' reactions to 
HIV tes results, a result which increasingly suggests a grim prog- 
nosis. Clearly, these circumstances call out for the need to pay 

A?nc''"^"*'°" ^'^^ '"^"t^' health needs of persons tested for the 
AlUb virus. 

In establishing a Federal policy that considei^ mental health 
needs, we must also remain aware of the need to piotect the confi- 
dentiality of the counselor-client relationship. If this relationship is 
no protected, the quality of the mental health provisions in this 
bill may be reduced. 

As currently drafted, the bill would allow disclosure of test re- 
sults to a spouse or sexual partner. Tiiis exact l.'^nguage of this pro- 
vision may have some adverse effects. The prudent public policy 
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goal is to ensure that in any case where a recalcitrant client will- 
fully and knowingly threatens to spread the virus to an identified 
person, the provider should be encouraged to warn that potential 
victim. The provider should be encouraged to disclose when disclo- 
sure Is nfM^essary with respect to preventing a clear and imminent 
danger of transmission, APA is currently developing a comprehen- 
sive position statement on this issue and would be pleased to 
submit this for the Committee's consideration. 

Despite these rather minor concerns, we applaud the overall leg- 
islation and pledge our efforts to ensure its passage. I thank you 
for the opportunity to testify, and I would be happy to try to 
answer any questions. 

[The prepared statement of Dr. Strickland follows:] 
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On behalf of the 87.000 members of the American Psychological Association 
(APA) I am pleased to have the opportunity to Present testimony on AIDS 
legislation currently pending before the U. S. Senate. My name is Or Bonme 
R. Strickland. Professor of Psychology at the University of Massachusetts at 
Amherst and a member of the National Advisory Counc'l of the National 
Institute of Mental Health. I am particularly pleased to testify In strong 
support for S. 1575. the AIDS Federal Policy Act of 1987, which recognizes the 
public health value of providing extensive counseling whenever testing for 
AIDS antibodies Is conducted. APA also views the provisions In the bill 
that assure the confidentiality of test results and protect from 
discrimination persons who test positive as key elements In an effective 
f edera i AIDS pol icy. 

OVERVIEW 

Mr. Chairman, you and your conwnJttee are to be convnended Since your 
decision to the chair the Labor and Human Resources Cofnmlttee In the lOOth 
Congress, the Senate has begun to make a Progressive response to the AIDS 
epidemic Although slow to act Initially, both, the Congress and the 
Administration now have Picked up the pace in funding basic biomedical and 
behavioral research on AIDS issues of service delivery, care for Persons 
with AIDS and protections against discrimination based on infection with the 
hujnan immunodeficiency virus (HIV), however, still need to be addressed you. 
Mr. Chairman, and the members of this committee have taken the bold steps 
necessary to address many of these issues. APA would like to take this 
opportunity to commend you for your leadership In this area. 

In many ways AIDS is a disease of oehavlor, placing preat demands on the 
field of psychology to provide answers to the myriad of behavioral questions 
that have developed The manifestation of the disease has severe 
psychological ra-nl f Icat ions that demand successful therapeutic Interventions 
to stabilize the mental health of the infected and sick. The 
neuropsychological complications brought about by infect icns of the centiai 
nervous system with the HIV virus demand Increased aMentlon 
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Without any tmmadiata prospect for a cura or a vaccina, tha only way to 
•t«iii tha tld« of Infection la through primary prevention. To be effective in 
the case of AIDS, behavioral aclentlats Muat Identify machanlams for promoting 
auatalned behavior change The design and Implementation of public education 
campaigns and prevention programs muat rely heavily on the atcllls honed by 
aocial and behavioral scientists. Similarly, mechanisms for eliminating 
public prejudice, discrimination and violence born by fear of this disease 
must employ basic knowledge from social psychology 

APA's Involvement In AIDS stems from our membership's goal of responding 
to this epidemic with sound public health measures — a response that protects 
the public and ensures the mental health of persons infected with the AIDS 
virus. APA'S members Include clinics I providers whose patients manifest tho 
Whole spectrum of Hiv infection, from HIV posltlvlty to AIDS related complex 
(ARC) to frank AIDS We also Include among our membership AIDS research 
scientists who are looking for effective means to promote lasting behavior 
Change; examining the impacts of HIV antibody testing, and. analyzing the 
ramifications of AIDS for all segments of the population. APA members also 
include educators who aro teaching the public about AIDS and safer sex, 
Industrial psychologists who are addressing the issues of AIDS in the 
workplace, and individuals who are providing services both Professionally and 
on a volunteer basis to the hundreds of local community-based AIDS service 
provider organizations across the country. Clearly, APA members are involved 
In addressing this dreadetf disease from a variety of perspectives 

As an organization. APA has taken steps to respond to this crisis since 
the very earliest days of the epidemic we have been at the forefront of 
lobbying for AIDS appropriations and have worked to keep mental health 
providers aware of the unique aspects of this disease In i986. our Council 
of Representatives adopted a broad, sweeping resolution on ^lOS which deplores 
dl srr Imlnat Ion against those infected, condemns the use of the epidemic as s 
vehicle for prejudice, opposes the indiscriminate use of the antibody test, 
and Cdlis for the confidentiality of patient records while recognizing the 
need for "'argo-scalo ident I f lent ion of AIDS seropositive persons" as a major 
public health go. l A copy of this resolution is attached Most recently, 
APA has established a Task Force on Psychology and AIDS that wt'i examine i^oi e 
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ctoMly th« behavioral aspects of this dtsoasa and diroct the psychological 
rasponsa to the apldamic. 

COALITION FOR AIDS PREVENTION AND EDUCATION- A STATEMENT ON TESTING 

SInca tha advant in 1984 of tha HIV antibody test, one of APA's major 
cortcarnt hM bean itia appropriate uso of this test. Simply put. it Is APA's 
posit k>n that tha HIV ant lt>ody test may be an appropriate adjunct tt) 
counseling In the effort to promote behavior change away from high risk 
practices that transmit Infection. I would like to further explain APA's 
thoughts on this Issue, comment on legislation that you, Mr Chairman, have 
Introduced recently and then discuss soma of the other legislative Initiatives 
under consideration In the Senate. 

Earlier this year, the national debate on the use of the HiV antibody 
test reached a critical point. At a Fbbruary 1987 conference sponsored by the 
Centers for Disease Control (CDC), a policy of mandatory HlV-testlng received 
little Support from AIDS experts and public health officers from across the 
country. Routine screening of blood during hospital admission or of people 
seeking marriage licenses also was rejected because of its high cost and lack 
of significant public health benefit. At the same time, public health 
officials voiced support for offering HiV-antlbody tests on a voluntary basis 
to all those who seek family planning assistance, prenatal care, or drug abuse 
t reatment . 

The conference participants generally supported education and counseling 
as part of a national prevention campaign, and agreed that the HiV-antlbody 
test Should be an adjunct to education and prevention counseling ar not tho 
reverse. It was also clear from the conference that counseling meant 
different things to different participants. 

in an effort to provide public policymakers with the mental health 
perspective on the design of a viable education and counseling program, apa 
coordinated the deveiooment of a statement outlining principles on vhich most 
of the mentdl health community could agree. This statement was ;ust reieasetJ 
to ail members of Congress it has been endorsed by an informal 'Codiition 
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for AlOS Prevention and Education" which Is cotrprlsed of 24 national mental 
health and reidtod organizations, including the Anierlcan Hospital 
Association, the American Nurses' Association, the American Psychiatric 
Association, the American Federation of State. County and Municipal 
Employees, the National Associ at 'on of Counties, the National Associat Ion of 
Sociai Worlcers. the National Association of State Alcohol and Drug Abuse 
Directors, the National Coalition of Hispanic and Human Services 
Organizations, the National Council of Community Mental Health Centers and the 
National Mental Health Association Clearly, this statement reflects a broad 
consensus on education and counseling from a wide spectrum of mental health 
provider groups and other orgar 1 zat ions 1 astc that a copy of the full text 
of this statement be included for tho record. 

As Indicated in the statement o' the Coalition for AIDS Prevention and 
Education. A'^A believes that stopping the transmission of HIV is an urgent 
public healtli goal. Such preven' on requires behavioral change which can only 
be accomplished through education and counseling, Education involves 
providing Individuals with information about HIV transmission and risk- 
reductlon. Counseling involves tnd I v I dua I I zed, assessmt>it of risky behaviors, 
facilitation of efTectlve decision matcing concerning appropriate behavior 
Change, and resolution of Psychological and social problems raised by this 
Process 

Routine education and counseling should be made svaiiaoie ^y the feie^ai 
government to all people who enter family ptanning, prenatal, sexaal'y 
transmitted diseases, or drug abuse clinics. Such counseling also snouid be 
routinely available at alternative test sites In some cases. Hiv^antibody 
testing will be an appropriate adjunct to counseling as a strategy for 
facilitating behavior change or as a S0i4rce of t- rmatlon necessary for 
effective decisionmaking if testing is used. . individual must be c^en 
tr>e oppoitunlty to work through psychological issues raised by the testing 

Individuals must also be Informed about the the legal ramifications of 
HIV testing with regard to local and state laws on dlscl'^sare, confidentiality 
and non-d'sc Immat ion When individuals are tested for Hi v-ant ibody , privacy 
protections must be assured Enforceable protections against discrimination 
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based on HIV seropositlvlty in housing, employment, public accomodations and 
federal service also should be assured Sufficient funds should be budgeted 
to provide effective education and counseling, this Includes funding for 
counselor training, outreach, administration, provl&lon of services, 
laboratory work and evaluation, 

S. 1575: AIDS FEDERAL POLICY ACT OF 1987 

Msiiy of the principles endorsed by the APA and the Coalition for AIDS 
Prevention and Education are reflected In s. 1575. the AIDS Federal Pol Icy' Act 
Of 1987. APA commends Chairman Kennedy and hit staff for their monumental 
efforts to achltfve a bipartisan consensus on this legislation. Part of the 
reason for its widespread endorsement ie the fact that so many health, mental 
health, dieabiiity and public health groupe i«ere coneulted during the drafting 
process. While APA has some concerns with some of the epeclfic prpvisions 6f 
this bill, we are dedicated to working toward passage of this legisietlon In 
the 100th Congress. The following comments outline our major concerns 
regarding the counseling, testing, confidentiality and non-discr iminat ion 
pr visions In tr\0 bi 1 1 , 

CQUNSgLiNfi AND TESTiNC. Section 2 of this legislation establishes a 
grants program for AIDS counseling and testing, in our statement, APA and the 
Coalition argue that the components of a model counseling program should 
Include: 

I. gducation consists Of Supplying information about means of HIV 
transmission and methods of reducing risky behavior, it can be 
accomplished through a variety of channels, including videotape, 
audiotape, printed matter, group lectures and discussions, and one- 
to-one Interaction between an educator and a client, 

11^ Pra~ta«t cotinaai ing 1 s necessar I ly more individualized and includes 
risk assessment, recommendations for behavior change and Informed 
consent . 




Am«rican Psychoiog rca I Association 
AIDS Counseling Testimony 
Page -6- 

1) Risk AssatsMent con ists of reviewing the Individual's behavior 

history sufficiently to determine the presence of risk factors 
(I e.. high-risk bshavlors such as unprotected intercourse and 
ti>e Sharing of unsteriiized neeoies) 

2) After Individualized assessment, the counselor may matce 

recoMiendat ions for specific behavior changes for reducing that 
Indiv Idual's potent lat ristcof future Infection or transmitting 
the virus to others. 

3) Inforaed Consent. Following counseling, the Individual should be 

assisted in making a decision about whether or not antibody 
testing Is appropriate. This discussion will depend upon the 
individual and the decisions that the Individual wishes to matce. 
e.g. parenting. Because It Is Important to determine If the 
individual fully understands the possible benefits as well as , 
the possible negative psychological and social consequences of 
knowing her/his antibody status, oral as well as written 
informed consent should be obtained before the test Is 
conducted . 

lit. Teat ing . If a decision Is made to seek antibody testing it may Le 
implemented either through confidential or anonymous testing through 
the cli.ilc or by referral to an alternative test site. 

iV. Post-test cQunseMnq is also essential When the client decides to 
receive the results, he/she will be individually assessed to 
determine the extent to which the test result's meaning and 
implications aro clear. When the test result Is negative, the 
individual's understanding :f how to prevent future Infection sr.cuio 
be assessed. When the test Is positive, the client must understand 
how to avoid Infecting others, the client also should be assisted in 
planning to manage the potential psychological and social 
consequences of seropositive status. 
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V. FqHqw-ud counsel ln<? Is recofmended In special cases where the 

assessment indicates that the individual's commitment to behavior 
Change is unclear or where severe psychological distress is evident 
At the follow-up session the counselor should work with the 
Individual to reduce resistance to behavior change, -and should 
assist the individual In working through any psychological reaction 
to the test result The counselor should be able to provide the 
Individual with referrals for individual psychotherapy, group 
psychotherapy^ support grouPs. social services, a I cohol /substance 
abuse recover) services, or medical services. 

S 1575 would provide for each of these components. The legislation is 
very cie^r In its concern about the mental health ramifications of an 
Individual learning about his or her Hiv posltlvlty. Empirical research 
demonstrates that adverse social and psychological consequences e associated 
with knowledge of one's seropos I t I v I ty . including extreme depression, breakups 
of relationships, social isolation, disabling levels of anxiety and. in a 
number of cases, suicide. 

Significantly, this legislation also recognizes the Importance of 
counseling the Individual who is Hiv negative Such Individuals must not 
assume that they are not infected. Because the test identifies AiDS 
antibodies and not the presence of the virus itself, individuals may to 
Infected but may not show any infection In the test result. More importantly, 
non-infected Individuals must practice safer sex m the future if they are 
engaging in sexual activities with multiple partners and must be counse.ed 
accord I ng ly . 

CONFlDENTIAt ITY AND NON-D I SCR IM I NAT lON 

In providing strong protections the con/ . .ntlallty of test results 
In part 8, s. 1575 recognizes tnat AIDS. A«C and HI v-sero;>u;ii t Ive status are 
stigmatizing conditions in our socibtv The problem is compounded by the 
prevalence of AIDS among groups that already experience considerable 
Intolerance, e g. . gay men and IV drug users. There Is consU'erable suspicion 
among -per sons with AIDS or at risk for AIDS that Information about their 
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ant lt>ody-status will be unfairly used against them by employers, insurance 
companies, landlords, and otherf;. The validity of these fears is supported by 
examples of AlDS-related discrimination, prejudice, and violence Anonymous 
testing Is preferred, therefore, because It protects clients from unwanted 
disclosure (and Is therefore more likely to elicit cooperation from clients 
with health professionals) whMe achieving public health goals S. 1575 
recognizes this need and encourages all grantees to offer anonymous 
counsel Ing, 

Some states have begun to require the reporting of the names of HhV 
positive Individuals to state health departments, in the absence of any real 
therapeutic Intervention., the reporting of Individuals who are not slclc serves 
fittle useful value Anecdotal evidence suggests that this strategy forces 
People away from testing programs and into states where mandatory .report ing is 
not required. This situation skews whatever data may be available (I.e.. 
rates of antibody prevalence In a specific geagraphic area) Although It may 
be useful for epidemiological surveillance to report HIV infections with 
relevant demographic characteristics, the reporting of a name associated with 
a test result raises privacy concerns which may interfere with the broader 
pub I Ic health goa Is. 

If anonymity Is Impractical or Impossible. S 1575 assures that testing 
must be conducted under the mont strict guarantees of confidentiality. Under 
this legislation, strong fines and criminal penalties accompany the 
authorization of civil cause of action should confidentiality be breeched, 
Such^guarantees are necessary In t)rder to ensure cooperation from stigmatized 
populations. 

Finally. In order for counseling and testing to be effective as part of a 
prevention campaign, prohibitions against discrimination on the basis of HIV 
antibody status must be established In law. Under this bill, prohibitions art 
established against discrimination In employment, housing, public 
accommodations or governmental services based solely on the fact that a person 
is HIV antibody positive. In the future, we may need to look beyond this bill 
and develop protections for those who may be perceived to be at risk for HIV 
Infect Ion as wel I . 
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As is necessary, the bin includes provisions allowing for disclosure of 
test results by the counseling/testing agency with the consent of the tost 
subject. Obviously, disclosure must b» allowed for the purposes of 
CDunseJIng. If state l%w requires, disclosure Is permitted tp state heaitr 
officlais Courts may obtain Identifying inforirmtlon to prevent "a clear anJ 
Imminent danger" of transnission. The bill contains several other types of 
disclosure, two of which are of particular concern to aPA Ftrsl. the bill 
would allow for disclosure of Hlv test results by a physician or professional 
counselor to the spouse or sexual partner of a tested individual Second, s 
1575 would also allow for disclosure to health care professionals to prevent 
occupational exposure. 

As currently drafted, the bill would allow disclosure of test results to 
a'sDouse^or sexual partner by counselor at the counseling and testing site as 
well as at other sites to which clients are .eferred. While APA supports the 
concept of allowing providers tlie authority to Inform third parties that may 
be endangered by their events' high risk sexual behaviors, we are concerned 
that the language In t'lls bill will have some adverse effects 

Because of tKe niodel provided by duty to protect statutes In place in 
a number of states, the proposed spousal notification provision may have the 
effect of encouraging all mental health providers affiliated with testing 
programs to divulge HIV serostatus to the spouse and sexual partners of tholr 
clients. This kind of large scale disclosure would necessitate Informed 
consent from potential HIV lest subjects who would be first not I f led ' that 
their antibody status may be disclosed to sexual partners and spouses. .Rather 
than reducing barriers and increasing the incentivss for voluntary testing, 
such a provision would create disincentives. Quixotically, this strong 
disincentive is completely Inconsistent with the larger public health goal of 
increased testing. 

in cases In which providers have not warned sexual partners, courts may 
well cite S. 1575 as an Indication of Congressional Intent that providers 
Should report serostatus. even though the language of the statute is 
peiAlsslve anc! does not mandate disclosure. Such a 'iituatlon could serve to 
discourage persons who are In need of medical services and mental health 
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counseltng from obtaining such assistance. Alternatively, health and mental 
health providers may make a defensive response and refuse to see members of 
groups most at risk of infection for fear of engaging In an untenable tradeoff 
bet^den patient confidentiality and liability concerns 

APA believes that this Is not the intention of the Corrvnittee, The 
prudent public policy goal Is to ensure that In any case where a recalcitrant 
client willfully and knowingly threatens to spread the virus, \he provider 
should be encouraged to warn potential victims. Such a standard would relieve 
most providers from a perceived obligation to regularly report serostatus. 
This would require a mora restrictive disclosure standard that would allow for 
such disclosure, only if a provider determines that "if is necessary with 
respect to preventing a clear and Imminent danger of transmission," iyloreover, 
because of the special difficulties in notification of sexual partners as 
opposed to the notification of a spouse. It iray be appropriate to limit the 
disclosure to the latter. Finally, It may be useful to restate the ethical 
standards of APA and other professional mental health organizations that would 
require the provider to work with the client to self report serostatus. 

The provision dealing with occi national exposure for health care workers 
raflectJ the argument that disclosure of serostatus for hospitalized 
Individuals is necessary for the protection of health care workers. 
Disclosure for the medical benefit of a patient Is unquestionably useful/ 
Such medically indicated disclosure would prevent unnecessary release of 
Information, thereby continuing to ensure the patient's confidentiality while 
also assuring the best level of carp. To disclose more broadly will only 
Invite discrimination from poorly informed hospital employees who unduly fear 
contagion, incidents abound In which AiDS patients have been completely 
neglected because some staff are afraid of contagion. We Tiust not promote a 
federal policy which might serve to encourage such a response. 

Thus, disclosure .^hen not medically indicated may be unwarranted and may 
represent an unwarranted breech of confidentiality Standard precautions for 
infectious diseases should be adopted by all health care workers that come 
Into contact with ttSiUtt HiJiila. By labeling some patients as Infectious and 
thereby hazardous to the health of the hospital worker, an unreal sense of 
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securlty fro» other occupst lonsi/ Infect lous disease risks is created. Given 
the Infrequency of reported caaea of HIV tranamission In health care aetttngs 
in the courae of delivering health care service*, the riak of contracting AIDS 
la very minima i. Greater occupational risks are posed to health care workers 
from hepstltus 8, a disease for which there Is no widespread antibody teating 
deaplte the fact that 300 tieaith c%re workere die a year froai auch eiposure. 

01 HER AIDS LEGISLATION 

The following comnents addrees a series of bills which have been 
Introduced In the Senate by Senator Helms. Among othnr issues, these bills 
sddress msndatory testing for AIDS antlbodiM and mandatory reporting of HiV 
teet results. Taken together these measures reflect an Inappropriate and. 
Indeed, harmful response to tha AIDS epidemic and would likely result In the 
wasteful expenditure of limited resources for combat t I ng AIDS, 

The major goal of public health programs concerning AIDS Is to prevent 
the transmission of HIV toothers This requires that Individuals refrain 
from engaging In behaviors likely to transmit HIV. The ultimate goal of 
education and counseling programs, therefore. Is behavior change, nal 
requiring or encouraging a person to take an HIV antibody test. In order to 
obtain compi lance, psychological studies show that an Individual must 
voluntarily choose to engage In a behavior change program. Otherwise It is 
highly uni lke^y that the Individual will adopt the behavior change 

Moreover, the valde of t-osting without counseling Is highly questionable 
Relevant data has recently been collected from individuals who were screened 
out from ensrstswjni wlih the ffiiHiary cue to ihelr HIV positive status. 
Interpretation of a positive test result and counseling are not provided to 
Individuals who have bean tested through the military recruitment process. 
The individuals contacted through this survey continued to engaga In high risk 
activities, in the absence of effective and nontoxic antiviral therapies, 
knowledge of hiv-antlbody status may not always be desirabje for the 
I nd t V I <jua I . 
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Coliectiveiy these bins ignore the track record In existing testing 
programs. Voluntary testing programs appear to be working Large numbers of 
people have already availed themselves of voluntary testing. At the 
alternative test sites conservative estimates suggest that well over a quarter 
of a million persons were tested between 1985 and 1986. This does not Include 
the number of persons tested In other governmental ly-sponsored test sites or 
through private providers, A recent survey of testing sites around the 
country revealed waiting lists for testing at the alternate test sites f'anging 
from one week to two months. 

A number of arguments can be made against the mandatory reporting of HIV 
test results. Often, the model of repor tab 1 1 l ty for sexually trans-nltted 
diseases Is cited as a reason for requiring HIV reporting with other 
sexually transmitted diseases, however, cures exist with AIDS there Is no 
cure. Arguments have been made about the need to determine the extent of the 
AIDS Infection In the population. Reporting of test results will not provide 
such Information because It will only reflect a selected sample Moreover, as 
people are discouraged from testing because of reportab I li ty , the sample win 
certainly be skewed. Other mechanisms for obtaining such information would 
Include a blind seropreva lonce study based on sound statistical sampling 
techniques.' it is our understanding that CDC already has such a study 
underway. 

The legislation Introduced by Senator Helms does not provide any funding 
to the states or any federal agency to conduct testing programs Sucn a 
scheme will place an undue burden on already strapped state and federa. 
agencies when funds could better be used for AIDS programs with more l^ediate 
and certain benefit. Furthermore, manaatory reporting requirements at the 
federal level would preempt state prerogatives m the design of an appropriate 
response to the epidemic 

In addition, there are specific problems with certain specific mandatory 
testing schemes. 

Marr iaga LlfijonalDfl Individuals who plan to got married are the -east 
Hkeiy individuals to be infected ^cultural attributes of this group 
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suggest that this group 1$ less lUeiy to be sexually active with 
inuitlpla partners. Is less likely to include homosexual /bisexual men and 
Is less likely to include IV drug users). Testing in groups with low 
Incidence will result in unacceptably high rates of false posit Ivlty. 
Because of the low rates of infection, testing marriage licensees is a 
very poor use of limited resources. 

HosDltali: Individuals being admittea to hospitals reflect groups (e.g., 
the young and the old) that are particularly unlikely to be infected. 
Hence such testing Is an inappropriate use of limited resources. 
Moreover such a policy may well discourage people in high risk groups 
from getting the services they desperately need because of fear of 
testing and accompanying discrimination. 

Pr l aon a: Behaviors that result In i:iV transmission should be penalized * 
not people. T^ere Is every reason to'expect that individuals Infected 
with HIV were lnfecte<J before their Incarceration rather than <Juring 
IncarceratSon. it is Inappropriate to punish (I.e., through testing, 
segregation and significant limits on activities) a model prisoner who 
was Infected with HIV before incarceration and allow the IV drug 
user/rapist to remain unpenaiized. The cost of establishing dual 
facilities to provide separate facilities from the quarantined HIV- 
positive population Is likely to be prohibitive. 

Once apain» thanK you for this opportunity to present APA's views. I 
will be happy to answer any questions you may have. 
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The Chairman. That is very helpful testimony. I have a few 
areas that I would like to review with you in hope that you will 
elaborate on your testimony. 

Increasingly, we are concerned not so much about high risk 
groups but about high risk behavior. Does counseling really change 
behavior? 

Dr. Strickland. Well, I certainly think so. First, folks have to be 
informed, educated, know what the risk behaviors are. We have 
heard already so much of the poignant testimony about a lack of 
knowledge and understanding. But when people are educated, 
when they are motivated to change, yes, they can certainly change 
behavior. I have no doubt that counseling helps. 

The Chairman. There is a substantial body of evidence that 
when there is education and a willingness to change, there can be 
a significant alteration in behavior. 

Dr. Strickland. Yes. And I might just re-emphasize again that 
one involves the clients or the person that one is counseling for v l- 
untary change. It is much more difficult through force or punish- 
ment to have people change behavior. You want to have this 
person be a willing participant in the behavior change. 

The Chairman. In your opinion, do we need more research in 
that area so that we can improve our impact? 

Dr. Stricki*and. Clearly we need more research. The American 
Psychological Association, has interest behavior, and human behav- 
ior, behavior change, and we do have a wide body of knowledge, es- 
pecially within social and personality psychology, that people can 
obviously change behavior. 

I am thinking now not just of the high risk behaviors but the dis- 
crimination that we heard talked about this morning. We know 
that we can help to change attitudes, and help to change behavior 
through education, through intervention, and through counseling. 

The Chairman. What do you recommend that your members say 
about the dangers of discrimination when they counsel an individ- 
ual who is infected with the AIDS virus? 

Dr. Strickland. Well, I was interested to hear the earlier testi- 
mony on the second epidemic, because it is not just the person with 
AIDS himself or herself, and not just the immediate family but all 
of us that suffer from the prejudice and the discrimination again.st 
AIDS and AIDS victims. You know, we hope as a country that we 
are beyond some of this, that we are recapturing a kind of compas- 
sion and caring for other people but when people get scared, ^^o see 
it, we see the prejudice and discrimination. So I think much of our 
task is to help educate people and reduce the fear, the almost 
phobia, about AIDS 

The Chairman. And they counsel on this? The counselors pro- 
vide that kind of help and assistance and counseling? 

Dr. Strickland. I might also add we have seen an increase in vi- 
olence against some of the high risk groups, especially gays and les- 
bians, and this is prejudice in action, if you like, when people are 
attacked. 

The Chairman. That is increasing, is it? 

Dr. Strickland. Yer, it is. There is clear evidence of that. 
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The Chairman For the record, some have advocated quarantine 
of those who are tested for the AIDS virus and are found to be in- 
fected Would this not be easier than trying to change behavior? 

Dr Strickland. Well, I cannot imagine we are going to quaran- 
tine L5 million people in this country that are infected with the 
AIDS virus. And if you are infected with the AIDS virus, we really 
do not know altogether what it is going to mean in the future. 

As the physician was saying earlier, people who have evidently 
picked up the AIDS virus through the blood supply seem to be at 
less risk of developing full blown AIDS than some of the high risk 
groups. We know, for example, that pediatric AIDS seems to have a 
different kind of course than adult onset AIDS. 

So I think it would be grossly unfair. Fascist, if you like, to begin 
to quarantine people or to put people away simply because of a 
blood test. 

The Chairman. Do we have enough counselors? 

Dr. Strickland No. This is an unprecedented . \Uth problem. 
This country has never been faced \\\th something like this before. 
It is unprecedented in that across time AIDS seems to be so fatal. 
It is unprecedented in terms of the social phobia around AIDS, the 
fears around AIDS It is unprecedented in the numbers of people 
that it is affecting It is unprecedented in terms of the kind of prej- 
udice and discrimination that AIDS generates. AIDS is present in 
groups that have been traditionally discriminated against, and now 
people have more reason, if you like, or believe they have more 
reason to discriminate. 

So we must make an unprecedented public health effort to meet 
this dread disorder, and this is going to include considerably more 
education and counseling 

The Chairman How will we know when we have got the right 
number^ Can you estimate what the right number would be? 

Dr Strickland Well, I do not know that we will know that un*il 
all the people who need care have opportunities for assistance. 

The Chairman Finally, professional psxchologists are already 
expected to practice with adherence to the principle of contidential- 
ity Do you feel that legislation is reallv needed to assure that they 
do." ^ 

Dr. Strickland I am sorry. That the legislation? 

The Chairman That we need to pass legislation to make sure 
that we are going to provide adequate protection m the area of con- 
fidentiality. 

Dr. Strickland I think so. I think it is of groat help to have 
such. 

The Chairman Do you think it is needed? Will it be needed now 
given the whole AIDS phenomenon in our society? 
Dr. Strickland. Yes, no question about it. 

The Chairman. Well, that is very helpful. I want to thank you 
again. 

Senator Metzenbauin, do you have any questions? 
Senator Metzenbaum. No questions. 

The Chairman. I want to thank you very, very much for your 
presence here today. 

We have the last panel, Kristine Gebbie, who is the Chairman of 
the AIDS Committee, Association of State and Territorial Health 
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Officers, McLean, Virginia; and Joan Banach, who is Director of 
Communications, American Medical Record Association, Chicago, 
Illinois. 

I vyant to thank Senator Metzenbaum who is willing to chair the 
hearings for our final two witnesses. I assure them that I will have 
the opportunity to examine their comments in their entirety from 
the record. We look forward to hearing from them. 

I think maybe Kristine Gebbie, if you would start off 

STATEMENTS OF KRISTINE GEBBIE, CHAIRMAN, AIDS COMMIT- 
TEE, ASSOCIATION OF STATE AND TERRITORIAL HEALTH OF. 
FICERS, McLEAN, V A; AND JOAN BANACH, DIRECTOR OF COM- 
MUNICATIONS, AMERICAN MEDICAL RECORD ASSOCIATH)N, 
CHICAGO, IL 

Ms. Gebbif. Thank you. 

Because you have heard so many of these points already today, 
and because yuou will have an opportunity to read my written 
statement, I am going to just highlight some key points from the 
point of view of the Nation's chief health officials of each of the 50 
states. 

We are the ones responsible for protecting the public health 
within our jurisdictions and, in the course of attacking this epidem- 
ic, have come to clearly see the need for continued attention to 
both confidentiality and protection against discrimination as essen- 
tial. 

In fact, we have just concluded a major two^day policy session in- 
volving many of the parties interested in this epidemic, and we will 
shortly be publishing a report identifying the principles for protec- 
tion of confidentiality and prevention of discrimination which we 
believe are essential around this epidemic. We will include some 
guidelines which might be included in either State or Federal legis- 
lation. 

The principles of assuring that testing is available, accompanied 
by counseling, are clearly covered in the legislation that is being 
proposed, and are supported by us from the states. With regard to 
conlidentiahty, that has already been mentioned as essential be- 
cause without assurances of confidentiality and non-discrimination, 
persons most in need of personal counseling and access to volun- 
tary testing will not come forward. 

Increased legislation is necessary because not all states have 
clear-<;ut confidentiality protections in the statutes, although it is 
in the professional ethics of most of the practitioners. The lack of 
legal sanctions which allow us to go back and seek correction is a 
gap. Doing it on a national basis will provide coverage comprehen- 
sively and avoid the lengthy process of catching up in each one of 
the states. 

The statutes must assure that there are absolutely the narrowest 
possibilities for violating that confidentiality, those provided under 
reporting by law to state health agencies, and those that might oc- 
casionally be involved with notifying third parties; although 1 
would point out you can notify a third party of their potential risk 
of infection without telling them the name of the source. That has 
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been done in investigation of other communicable disea&es for a 
hundred years. 

Discrimination prohibitions, I think, are also essential. I would 
suggest to you that our report will point out the need to consider 
discrimination not just of infected pe pie and not just people sus- 
pected to be infected, but people who are perceived as being at risk 
of infection because of their association with some particular be- 
havior or identification. So that may need to be looked at in the 
language chosen. 

The entire process of pulling together thu legislation, starting 
from the general principles which have been cwered in the bill al- 
ready printed, are very important to our members and our associa- 
tion. And I wish to repeat, as I have in my wrtten testimony, our 
availability to work with staff of the Comirjttee and individual 
members of the Committee in crafting the Inal language which 
will most fully carry out the intent of suppcrting counseling and 
testing, assuring confidentiality, and prohibiting discrimination as 
strongly as we can. 

Thank you for the opportunity. 

[The prepared statement of Ms. Gebbie follow:] 
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It is a pleasure to testify today on behalf of ASTHO, 
and as the chief public health official of Oregon. The 
Association of State and Territorial Health Officials 
strongly supports this bill to provide increased funds for 
HIV antibody testing/couwselling, to assure 
confidentiality, and to prohibit discrimination. The 
resource it represents will be of great help in our efforts 
to combat the epidemic. 

AIDS affects all levels of governjn<int ; federal, 
state and local health officials have been collaborating fo 
make the best use of our scarce resources. Federal leader- 
ship is extremely helpful by setting an example of support 
and by setting a tone of services. Coordination through 
other levels is cril^ical, in order to avoid conflicts of 
policy and to make most efficient use of all resources. 

This bill could purchase 7 million counselling and 
testing sessions a year - a significant increase which 
needs to be wisely invested. My testimony is organized 
around the major sections of the bill, in order. 
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gni ^naelli ntf and Te«st,ing Grants 

There is an essential link of counselling and testing. 
In many cases we see '*the test'* as the lure to get 
persons at risk into counselling, which is a critical 
preventive step. Because counselling and testing 
programs are already in place. I would suggest that 
grantees be state government or local agencies 
working in conjunction with a statewide plan. 
(Multiple federal grants directly to local agencies could 
lead to federal bureaucracy increase, as well as the risk 
of competing test sites or lack of system at the local 
level. ) I believe that basing the grant amount on reported 
cases of AIDS would be a problem. The CDC report is 
inaccurate for many states, because of some underreporting, 
but principally because of migration after diagnosis 
(Oregon has approximately 100 more cases than the CDC 
figures would show). More importantly, prevention is 
essential everywhere and perhaps more timely in lower 
incidence states. Therefore it would be appropriate to 
include in a formula something like total population of the 
state . 
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ASTHO has previously said: 

"o RECORDED PATIENT INFORMATION MUST BE KEPT IN 
STRICTEST CONFIDENCE; any breach of confidence 
may represent risk to insurability, job security, 
and other civil liberties, 
o Public health systems for ensuring 

confidentiality of patient identifiers should be 
carefully reviewed for the adequacy of legal 
safeguards. When necessary to preserve the 
public health, the state or local public health 
agency may confirm information contained in 
public health case reports or may notify other 
medical personnel or health officials of the 
minimum information necessary, 
o No public health data that could be used to 
identify individuals, either directly or 
indirectly, will be made available to anyone for 
on-public health purposes. In particular, such 
data will not be disclosed to the public, to 
parties involved in civil, criminal, or admini- 
strative litigation, or to non-health agencies of 
the federal, state, or local government. The 
assurances of non-disclosure should be embodied 
in statute, confirmed in health agency policy, 
and supported by regular staff training." 
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Pago 4 

Thi« bill is consistent with those principles, and 
would provide a national standard of confidentiality. 
Jpf ormed Hnnaent - 
ASfHO has previously said: 

"HTLV-III antibody testing should be preceded by 
individual informed consent and by counselling of the 
person to be tested." We take this to mean that the 
provider must document information given to the 
potential testee, and the agreement of the individual 
to be tested. Focus on getting a signature on a piece 
of paper, (written consent) can cause: 

o Problem with anonymity, where it is offered 
o Problem of routinization, in which the 
signature becomes more important than the 
information transmitted or the understanding 
achieved 

o Any consent should include infonr.ation on 

required reporting or expected sharing of test 
results with other providers in direct care 
setting. 

o Federal action on informed consent can save 
major effort in local law writing or 
revisions, but should carefully consider wide 
range of issues before final action. 
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Page 5 

ADQpynoua/PitftiirfnnYTB trfffftlnff - 

Bill would require testing be available without 
personal identifiers. If not prohibited by state, 
this departure from usual public health practic 
requires careful consideratioa. I would prefer that 
such testing be allowable for funding if it is 
consistent with local policy based on epidemiologic 
evidence. In Oregon, for example, each county must 
offer one anonymous test site. This policy was 
determined after several months of data gathering in 
both regular and anonymous circumstances. 
Piscloaurfi to Health Profea^^inn f^^f ^ - 

The requirement of disclosure of test results to other 
health care workers presumed to be at occupational 
risk runs counter to the very firm general 
recommendation of MniverSAl precautions against blood 
born diseases. The disclosure is needed in only very 
rare circumstances related to care and should be 
covered in informed consent. 
Court QrH^rR - 

The best of current state laws provide protection from 
examination of public health records. This law goes 
in another direction, by allowing the health depart- 
ment to go to court to seek information from others. 
This would be helpful In a limited n-imber of cases, 
and is probably not an essential feature of the bill. 
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Contact Motif icat ion - 

This bill sets up any physician or professional 
counsellor to do contact followup without patient 
consent. The example generally cited in discussion of 
this issue is the family practitioner caring for an 
infected individual and that person's spouse. The 
physician feels a duty to warn the spouse even if the 
patient refuses to do so and refuses consent for the 
physician to do so. This is a difficult area. This 
approach may be used to avoid reporting, on the 
rationale that the needed followup has already been 
done. ASTHO is tending toward requiring reporting to 
the health department; the provider may then do 
contact as an agent of the health department, or the 
health department may do it. I believe this is 
consistent with the AMA's policy in this area as well. 

This section is an essential support for all other 
activities. Current statutes are apparently unclear, 
and a direct federal policy will provide leadership 
and a standard for action. 

ASTHO is pleased to assist in work on bill, and in 
implementation of its provisions in the fight against the 
AIDS epidemic. 
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Senator Metzenbaum [presiding]. Thank you very much. 
Ms. Banach. 

Ms. Banach I am Joan Banach, Director of Communications for 
the American Medical Record Association. I represent 28,000 mem- 
bers whose primary responsibility is to assure accuracy and confi- 
dentiality of patient information. 

AMRA members hold management positions in a variety of 
health care settings. For this reason, we are especially committed 
to the highest ethical standards in the use of health information. 
Uur interest in confidentiality statutes derives from our position as 
the primary patient advocate in any of these health care settings, 
bo our interest in adequate laws to protect patients' rights is be- 
cause of our advocacy position rather than from any personal in- 
centive. 

As a verification of AMRA's position, I have made available to 
this Committee copies of two of AMRA s position statements: the 
confidentiality of patient health information in general, and the 
other IS one which offers guidelines for the handling of health data 
on individuals tested or treated for the HIV virus. With your per- 
mission, I would ask thrt these be made a part of my testimony 

Senator Metzenbaum. It will be. 

Ms. Banach. AMRA recognizes that any law or statement from 
whatever source— whether it is Federal or State or local or our 
own pol;cy statement— is only as effective as the persons who are 
responsible for assuring that confidentiality protection. In any 
health care setting and in places where we often have thousands of 
employees, hundreds at least, it takes only one person to breach 
contidentiahty one time before the patient loses any kind of confi- 
dence in that health care institution. 

Because there is no real consistency in laws which protect confi- 
dentiality across the country, our association strongly supports any 
Legislative effort which would achieve t^at kind of consistency. 
Ihere are some states that have laws which may be too strict I 
otter, for example, the current California and Colorado laws; and 
there are other states which afford little or no protection of confi- 
dentiality as was true until recently of Montana. 

Whether it is federally or state mandated, we believe that there 
needs to be a greater uniformity in protecting patient confidential- 
ity, and we offer as the best suggestion of this the Uniform Health 
Care information Act, which we believe clearly offers good legisla- 
tive language that could be adopted. 

c Tcir^ii'^^ current AIDS Federal Policy Act of 1987, 

b. 1575. We support this bill very strongly because it opts for volun- 
tary testing and counseling, and it provides important protection 
tor the individuals tested. But we are concerned about the applica- 
bility of the legislation in states where inadequate confidentiality 
laws exist. We would encourage the inclusion of the language of 
the Uniform Health Care Information Act in this legislation, or at 
least some minimal standards by the Federal Government. Because 
whether it is true or not, people say, well, we do have confidential- 
ity laws. That may be true, but the public at the present time per- 
ceives that confidentiality is sorely lacking, and we have heard <>x- 
amples of that today. So this issue needs to be addressed again by 
the Federal Government. ^ ^ 
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There are precedents for this kind of Federal mandate; for exam- 
ple, the highway laws. The highway funding was controlled by the 
Federal Government until the laws of the state were changed con- 
cerning the drinking age. AMRA would strongly support any type 
of such financial incentives. 

One of the sensitive areas of the Senate 1575 is the whole issue 
of disclosure and redisclosure of patient information. Our associa- 
tion's position on this is that the physical record itself is the prop- 
erty of the health care provider or the institution, but the informa- 
tion belongs to the patient. Therefore, it is the patient's right to 
determine who has the right to that information, and the patient 
who has a right to determine how that information should be re- 
leased, unless it is otherwise proscribed by law. 

In fact, in the statement which I have submitted for the record 
there are guidelines. We havp spelled out in one of the consent 
forms that we offered as an example the degrees and the persons 
that ought to be given access to information concerning people af- 
fected by the HIV virus. 

The Uniform Health Care Information Act has been suggested as 
an example of good legislation, and someone has argued, well, it 
does not exactly address AIDS. That may be true, but the language 
is such that it would afford the right kind of protection for people 
who are being treated for an AIDS condition. 

I will be happy to answer any questions that the Committee may 
have. 

[The prepared statement of Ms. Banach, w^th attachments, fol- 
low:] 
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GOOD MORNING, MR. CHAIRMAN. MY NAME IS JOAN BANACH AND I AM THE 
DIRECTOR OF COMMUNICATIONS FOR THE AMERICAN MEDICAL RECORD 
ASSOCIATION. AMRA IS A PROFESSIONAL ASSOCIATION WITH 28,000 
MEMBERS .\CROSS THE COUNTRY WHO ARE RESPONSIBLE FOR ASSURING THE 
ACCURACY AND CONFIDENTIALITY OF PATXENT INFORMATION. OUR MEMBERS 
HOLD MANAGEMENT POSITIONS NOT ONLY IN HOSPITALS BUT ALSO IN 
NURSING HOMES , AMBULATORY CLINICS , PHYSICIANS ' OFFICES AND 
RELATED HEALTH CARE FACILITIES. SINCE ITS FOUNDING IN 1928, AMRA 
HAS BEEN COMMITTED TO THE, HIGHEST ETHICAL STANDARDS IN THE USE OF 
HEALTH INFORMATION. 

AMRA WELCOMES THIS OPPORTUNITY TO SHARE ITS VIEWS WITH THE COM- 
MITTEE AS IT ATTEMPTS TO ADDRESS A RANGE OF VERY COMPLEX AND 
CONTROVERSIAL ISSUES. WE CERTAINLY COMMEND THE COMMITTEE AND THE 
LEADERSHIP OF THE CHAIRMAN FOR YOUR EFFORTS ON THIS SUBJECT, A 
SUBJECT WHICH IS CHARACTERIZED BY ITS CHALLENGE TO FIND APPROP- 
RIATE ANSWERS TO THE MANY DIFFICULT QUESTIONS IT RAISES. 

OF ONE FACT THERE IS NO DOUBT. AIDS IS A HUMAN TRAGEDY OF 
UNKNOWN PROPORTIONS. AS A NATION WE MUST MOBILIZE OUR EFFORTS TO 
EDUCATE THE MEDICAL COMMUNITY AND THE GENERAL PUBLIC BY MAKING 
CLEAR AND ACCURATE INFORMATION ABOUT AIDS AVAILABLE TO EVERYONE. 
AT THE SAME TIME, I AM HOPEFUL THIS GOAL IS INCORPORATED INTO THE 
COMMITTEE'S WORK WITH THE CONGRESS. 

IN MY TESTIMONY TODAY, I WILL ADDRESS CONFIDENTIALITY AS IT 
PERTAINS TO AIDS AND OUK ^^^RSPECTIVE ON THIS ISSUE. I WILL ALSO 
PROVIDE COMMENTS ON S. 1575, THE BILL WHICH SENATOR KENNEDY AND 
OTHERS INTRODUCED RECENTLY. 
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AHRA MEMBERS ARE STRONGLY COMMITTED TO PUTTING INTO ACTION THE 
PRINCIPLES SPELLED OUT IN OUR OWN POSITION STATEMENT, WHICH IS 
ENTITLED "CONFIDENTIALITY OF PATIENT HEALTH INFORMATION?" THIS 
HAS FIRST PUBLISHED IN 1978 AND HAS BEEN UPDATED SEVERAL TIMES. I 
HAVE MADE COPIES AVAILABLE TO THE COMMITTEE AND, IF APPROPRIATE, 
WOJLD ASK THAT THE STATEMENT BE INCLUDED AS AN INTEGRAL PART OF 
OUR TESTIMONY. AS A SUPPLEMENT TO THAT STATEMENT, AMRA'S BOARD 
OF DIRECTORS HAS RECENTLY COMPLETED WORK ON A NEW POLICY STATE- 
MENT WHICH SPECIFICALLY ADDRESSES AIDS, CURRENTLY IN THE PRINT- 
ING PROCESS, THAT STATEMENT WILL BE AVAILABLE IN APPROXIMATELY 
TWO WEEKS. HOWEVER, I DO HAVE A COPY OF THE FINAL STATEMENT WITH 
ME AND WOULD BE GLAD TO SHARE IT WITH THE COMMITTEE IF 
APPROPRIATE. 

FIRST AND FOREMOST, I MUST EMPHASIZE THAT ANY CONFIDENTIALITY LAW 
THAT IS ADOPTED AT THE LOCAL, STATE, OR FEDERAL LEVEL WILL BE 
ONLY AS EFFECTIVE AS THOSE WHO ARE RESPONSIBLE FOR IMPLEMENTING 
IT AND ASSURING PATIENT CONFIDENTIALITY. FOR EXAMPLE, WHEN A 
PATIENT IS ADMITTED TO A 500 BED HOSPITAL, SCORES OF PEOPLE HAVE 
ACCESS TO AN INDIVIDUAL'S MEDICAL RECORD IN ORDER TO PERFORM 
THEIR WORK, IT TAKES ONLY ONE PERSON TO BREc^H CONFIDENTIALITY 
AND, IN EFFECT, DESTROY THE PATIENT'S CONFIDENCE IN THE INSTITU- 
TION AND ITS EMPLOYEES. 

SECONDLY, IT IS IMPORTANT TO NOTE THAT THERE IS NO REAL 
CONSISTENCY TO STATE LAWS PROTECTING CONFIDENTIALITY ACROSS THE 
COUNTRY. UNTIL RECENTLY, IT WAS OUR PROFESSIONAL OPINION THAT 
ONLY TWO STATES, CALIFORNIA AND COLORADO, HAD LAWS ADEQUATE TO 
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PROTECT THE CONFIDENTIALITY OF AIDS PATIENTS. SINCE THAT TIME, I 
HAVE LEARNED FROM OUR COLLEAGUES IN CALIFORNIA THAT THE LAW THERE 
IS DIFFICULT TO MANAGE. I ALSO HAVE BEEN ASKED NUMEROUS TIMES 
HOW THE ASSOCIATION FEELS ABOUT COLORADO'S TR.^^CKING REQUIREMENTS. 
FOR THOSE OF YOU WHO MAY BE UNFAMILIAR, AS I UNDERSTAND IT, 
COLORADO LAW REQUIRES TRACKING OF ALL SEXUAL CONTACTS WITH THOSE 
WHO TEST POSITIVE FOR THE AIDS VIRUS, IF AN INDIVIDUAL DOES NOT 
HAVE THE RIGHT TO MAKE THOSE CONTACTS HIMSELF FIRST, PRIOR TO 
GOVERNMENT INTERVENTION, I MUST SERIOUSLY QUESTION THE ADVANTAGES 
OF SUCH LEGISLATION. 

WHAT IS IMPORTANT TO NOTE HOWEVER, IS THE EXISTENCE OF A PIECE OF 
LEGISLATION WHICH, IN OUR OPINION, IS A MODEL WHICH ALL STATES 
CAN ADOPT, THE UNIFORM HEALTH-CARE INFORMATION ACT, ADOPTED BY 
THE NATIONAL CONFERENCE OF COMMISSIONERS ON UNIFORM STATE LAWS IN 
1985, ENDORSED BY AMItA IN THAI SAK£ YEAR, AND APPROVED BY THE 
AMERICAN BAR ASSOCIATION TN 1986, GOES THE EXTRA MILE TO ADDRESS 
CONFIDENTIALITY THOROUGHLY AND SUCCINCTLY. HOWEVER, TO DATE, 
ONLY ONE STATE - MONTANA, HAS ENACTED THIS PIECE OF MODEL LEGIS- 
LATION. AMRA STRONGLY SUPPORTS ANY EFFORT, WHETHER IT BE AT THE 
STATE OR FEDERAL LEVEL, THAT ENCOURAGES ADOPTION OF PRINCIPLES 
SPELLED OUT IN THE UNIFORM HEALTH CARE INFORMATION ACT. WE HAVE 
BEEN WORKIKG WITH SENATOR QUAYLE'S OFFICE ON THIS VERY SUBJECT, 
AND WB ARE HOPEFUL THAT THE COMMITTEE WILL GIVE HIS POSITION 
SERIOUS CONSIDERATION. 

JUST ONE MORE PRE/ATORY NOTE BEFORE ADDRESSING S. 1575. AS 
MEDICAL RECORD PRACTITIONERS WE ARE RESPONSIBLE FOR ASSURING THAT 
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|. ACCURATE IHFORMATION IS RECORDED AND ACCESSIBILITY TO THAT If'OR- 

I MATION IS GRANTED ONLY TO THOSE VHO HAVE A LEGITIHATE NEED TO 

I KNOW. TO US, A POSITIVE TEST IS A POSITIVE TEST. THEREFORE, THE 

|_ DEBATE OVER FALSE POSITIVES AND FALSE NEGATIVES SIMPLY DOES NOT 

i FALL INTO OUR REALM OF RESPONSIBILITY. 

:l 

I WHICH BRINGS US TO S. 1575. AMRA COMMENDS THE CHAIRMAN FOR HIS 

I EFFORTS IN THIS AREA AND WE ENDORSE THIS PIECE OF LEGISLATION. 

I WE BELIEVE IT IS SOUND AND PROVIDES IMPORTANT PROTECTION FOR 

f INDIVIDUALS WHO CHOOSE TO BE TESTED FOR AIDS. IT ALSO PROVIDES 

I THE APPROPRIATE FLEXIBILITY FOR THE REPORTING OF CRITICAL INFORM- 

I ATION TO APPROPRIATE GOVERNMENT AUTHORITIES. 

. WE DO, HOWEVER, HAVE SOME SPECIFIC COMMENTS THAT, AS THE COMMIT- 

TEE DELIBERATES ACTIO" ON THIS BILL, WE BELIEVE YOU SHOULD CON- 
\ SIDER. 

SECTION 2315 REQUIRES THE SECRETARY TO PROVIDE GRANT MONEY ONLY 
TO GRANTEES WHC ARE ABLE TO ENSURE CONFIDENTIAJ iTY IN ACCORDANCE 
WITH FEDERAL, STATE, AND LOCAL LAWS. IF A STATE HAS INADEQUATE 
LAWS TO PROTECT CONFIDENTIALITY AND THE GRANTEE OBEYS THE LE^^TER 
: OF THE STATE LAW, IS THAT STATE ELIGIBLE FOR GRANT MONEY? UNDER 

THE PROPOSED LANGUAGE, WE PRESUME SO, AND WE FIND IT DIFFICULT TO 
SUPPORT SUCH BPOAD LANGUAGE. ON THE OTHER HAND, AS WE UNDERSTAND 
IT, THE INTENT OF SECTION 2315 IS TO ASSURE CONFIDENTIALITY. 
PERHAPS A REQUIREMENT OF MINIMUM STANDARDS. P^ ..L:,Eb TO THOSE 
OUTLINED IN THE UNIFORM HEALTH-CARE INFORMATION ACT, COULD BE 
REQUIRED TO ENCOURAGE STATES TO MEET A CERTAIN LEVEL OF PROTEC- 
TION, WE SIMPLY DO NOT BELIEVE THE PREMISE THAT EXISTING STATE 
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LAWS ARE ADEQUATE TO ASSURE CONFIDENTIALITY. ACCURATE OR NOT, 
THE PUBLIC PERCEIVES THAT ASSURANCES OF PROTECTION ARE SORELY 
UCKING. 

IN FACT, WE BELIEVE THERE IS PRECEDENT FOR SUCH AN APPROACH. THE 
CONGRESS HAS REFUSED TO RELEASE STATE HIGHWAY FUNDS UNLESS THEY 
RAISE THE DRINKING AGE TO 21. THE ASSOCIATION WOULD STRONGLY 
SUPPORT THIS TYPE OF FINANCIAL INCENTIVE TO STATES TO ENCOURAGE 
THEM TO ADOPT UNIFORM LAWS TO PROTECT CONFIDENTIALITY. 

SECTIONS 2331, 2332, AND 2333 ARE SOUND AND WE SUPPORT THEIR 
ADOPTION. WHILE ITS LANGUAGE IS DIFFERENT FROM THE UNIFORM 
HEALTH INFORMATION ACT, WE BELIEVE THE INTENTION IS SIMILAR AND 
THEREFORE SUPPORT IT. 

IN TERMS OF REDISCLOSURE, I WANT TO EMPHASIZE A POINT I MADE 
EARLIER. WHILE REDISCLOSURE IS CERTAINLY AN ISSUE WORTH DISCUSS- 
ING, ANY LEGISLATION ADOPTED, WHETHER IT IS AT THE LOCAL, STATE. 
OR FEDERAL LEVEL, IS ONLY AS STRONG AND EFFECTIVE AS THOSE WHO 
MUST ADHERE TO ITS CONSTRAINTS. IF INFORMATION IS INAPPROPRIATE- 
LY REDISCLOSED AND SANCTIONS DO NOT OCCUR, THEN THERE IS LITTLE 
POINT TO LEGISUTION. 

ONE UST COMHENT, AND I WILL BE GLAD TO ANSWER ANY QUESTIONS YOU 
MIGHT HAVE. THERE ARE NUMEROUS REFERENCES THROUGHOUT THE BILL TO 
PATIENT "IDENTIFYING INFORMATION." WITHOUT SEEMING REDUNDANT, I 
WOULD ASK THE COMMITTEE TO CONSIDER A MORE SPECIFIC DEFINITION OF 
"IDENTIFYING INFORMATION," AND WOULD SUGGEST THE LANGUAGE 
INCLUDED IN EITHER THE UHIA BILL OR OUR OVN STATEMENT ON 

EMC 1 i <j 
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COMFIDENTIALITY. 

AGAIN, I WOULD LIKE TO COMMEND THE COMMITTEE FOR ITS EFFORTS IN 
THIS .V<EA, AND THANK YOU FOR THE OPPORTUNITY TO TESTIFY HERE 
TODAY. 

I WILL BE GLAD TO ANSWER YOUR QUESTIONS. 
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GUIDELINES FOR HANDLING HEALTH 
DATA ON INDIVIDUALS TESTED OR 
TREATED FOR THE HIV VIRUS 



INTRODUCTION 

Acquired unmucKXiefiaeticy synilrome (AIDS) has be* 
come ooe of tbe mtpt pubtic pobcy issues id the Uuted 
Stales. Tbe po<e>oal for invaroo of pnv«cy lod resultiot 
ducnminauoo is one of ibc most significioi compoo»«t? 
of tfau issue Tbe beahh care commuotty must coostaody 
baUoce its (^ty to protect thud paities from tnosmusica 
of tbe buraao immuixxkficteocy virus (HIV) with its dity 
to prtXect tbe pnvacy of dx tadividual with HIV vtnis ui' 
tibodies is tbe blood 

The Amencan Medical Record AssooaDoo (A!ylRA) u 
committed to tbe higbest ethical staodards oo die coofideo* 
dality and security of individuaUy identifiable bealdi mfor* 
matioo 

In ita posmoo statement 'Confideotuhty of Padeot 
Health Infonnauoo.'* AMRA bas provided fuidaoce m die 
devclopmeot of pohaes for die coUecuoc sionge. and 
dissemioatioa of beahb care loformauoo. As tbe ctu> 
toduo of U:£ beaidi recofd and secoodary tofomtatiofi. the 
health record practinooer iacrtasiofly faces « dilemma, 
fulfillifii tbe obbi^iOQi for mfonAauoa needed to serve 
die padeot. die iosotutioa yid die community; while, at 
die same tuae, protecttog tbe patieut from uoaudiorued, 
mappropnate. or uonecemry iotjusioo into die hi|hly per> 
sonil data of die health itcoid 

Throu|b die gutdelines which follow. AKfRA con- 
muolcales its cooceiu for die pnvacy of oadividuals in- 
fected widi dx HIV vutts and individuals tcstini ponove 
for HIV antibodies These fuidebnes address die follow, 
ing topics: HIV testing, dau coUectioo, secoodary 
recor:js. storage abd secunt>, release of infomiatioo. 
employee trspowoHity, and responsibility to tbe public 
Notfamg in dtese gUidelioes should be construed to ov<r> 
ride exmug state or federal laws 

Heahh cart facibnes may provide die following types 
of servKes associated *rith die detection of antibodies to 
die HIV vtrus and the treatment of infected patients. 

• scrtening for d* presence of anubodies to the HIV 
vinis 

• diafnos*ic and trea»neut services for inpatients and 
ouipariccu 



SCREENING SERVICES 

Healdi care faahties may choose to offer scieem&g 
programs to detect die presence of antibodies to tbe HIV 
vtiu. Since such progranu may identify indnoduals who 
display 00 signs of infection with the HIV vims, die 
tc« ui care facUity should munUin scitening records in a 
coiudeottal manner 
T— tlnfl/D>t« Coll»ctlen 

Appendu A oudines specific procedures which may be 
used to conduct a confidential screening program fok an* 
ubodics to die HIV virus. 

SttondaryRtcofdi 

Tbe only records which should be mamiained are a test 
request fonn and a Ubor^ory report form containing die 
lest results No secondary records such as logs or in- 
deus should be maintained on todividuaJs screoKd for 
tbe HIV virus. 

gtft fmy Mtd at urtfy 

Scrtentog records should be maintained in secure 
manual fi'es for die length of time ft<]u»td by Uw Coo- 
sidentioQ should be given to maintatmng die test reports 
and tbe request forms in separate files if diey are different 
docunteots. Personnel bandhog these records should be 
carefully selected and trained to eniure diat die iosttm* 
don's procedures for maintaining die privacy of all in- 
dividuab undergomg screccung for die HIV virus are fol- 
lowed widiout excepdoo. 

Infotmatioo on individuals screened for HTV virus 
should be maintained in very secure files, to some 
faalines. dus may mean retaining die information in 
mwual files because die health care facility does not have 
adequate controls on its computerized recotdi to restnct 
access to dus very sensitive inform adoo only to diose 
wbo need to know. Extreme cart must be exercised, for 
if posiuve test result dau falls into die hands of an 
employer or an usurer, tbe individual involved may be 
subject to discnmtnanon in tbe work place or in obtaimng 
msurance even though no current evidence of disease is 
present 
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lodividMla io ttie Kntem% progria wUl be feipoo> 
sibk for sctkiif Mr/ AHTfaer care tbai they require, tochid- 
ion iiiuiNMiiutioo wbec aucb a bfcafcimwifa occm. 
Thcfffofe* tfhcte acfeeiuf recoedi wiM be dejcioytxi by 
iftM«ddui| at iie con c hisioo <^ iie retcatioo pefiod estab- 
tiahed by Itae beakh caee facJity ■ coofonnaDcc with 
stale Uw. 



Wbeo a heaMi caec faoUty it located io a scale wiii a 
law ic<]ttirio| repOfUBg oC iockvidiialf with aotibwdka to 
rtie HIV Ylnta, lb* CMttty. staff wUl specify who u leapoo- 
abk 1^ ioitialioi ttie npoitini proc«daR SceAppeoAx 
A for suutsied pcoocdmva. 

If m iadtndul does not collect bU/ber lest results 
wiHiio ooe Moodi, ocigioal Ubocatory repon will be 
reviewed lo deteimioe if tfbe itsiUli were positive 
Repocis with positive leM results win be tnoamitied to 
tibe nMvidyal sasigDed respooubUicy goder (be institu* 
lioo's polidcs for »afaD| a dUifeoi effoit to locale tfbe af- 
fected iodividiial withoot violatiof tibe affected io- 
dividual 'a privacy. 

For iadrndnals screeaed for (be HTV vmis, informal 
tioo will be released ooly to 4)e reapteot of tfbe service 
except St requued by law. If desued, tfae iodividual 
tested may sobmit aa tnsunooe daim utUiziOf the 
laboratory cfaarfe ticket wfaicb ideotifies the test ooly as 
an antibody test 

INPATIENT AND OUTPATIENT 
DIAQNOSTtC AND TREATMENT 
SERVICES 

A beahb care fiacUity ouy serve outpineots sod inpatieots 
referred by a pfayTidao for coofixmatioo of die diafDOsis 
of acquired mimuixxlefiaeocy syDdmote or for the treat- 
meat of the vinous maarfesutioQS a swcm e d with HIV lo- 
fectioQS. 

HWT— tlnj 

Eacfa bealtL care facility must adopt a policy ^dfy- 
log wbetfaer a special tnformed cooseot is to be obtained 
prior to (be petfoimaooe of a test for tfbe pitseoce of die 
HTV antibody. Such cooseots are lequiitd by law in 
some states. Wbeo lucfa cooseots are obtained. Ibey 
should be filed io die oooscoi secooo of tfbe bnddi record 
See Appeodu B for sample cooseoi fonn. 

Health care facilities may need to adopt speaal 
policies for HIV aodbody testiof of patieDts preseooog 
for care io the emergcocy sendee depanmeoL Special 
potioes may be oeoessary because emcrgeocy service 
departmeat staff, laboratory persoooel aod other beahb 
care worteis. espedaUy tbo«e who perfofTd invasive surgi> 
cai procedures, are at some nsk if they come in contact 
with body fluids of HIV virus iofeaed praoeou. 

Moreover, many emergency service dcpaitmeot 
patients are not under tfbe regular care of a physiciao, so 
iheir bealth status is unknowa Sudi policies may include 
voluntary tes&og with an lofomed cooseot; or if the 
voluntar> policy u not sufGcieotly accepted, (he hospital 
and medical staff may wuh to consider a maodatoiy te^t- 



utg prognra for tfbe ustituuoQ id order lo pitMea 
cart wocfcen. 

Health care dau oo inpatieots sod outpatieots ^bovld 
be coUecied foUowmg the healdi care fidlity's vsval dMa 
coOecooo procedures, ted aU such dau should be fUad io 
the pMieoi's bealdi record io die order spedfied by boipi. 
tal policy 

Although every effort should be cxpeoded to miriat^ 
the privacy of pmna pimodog evideoce of kifocdoo 
wid) tfbe HIV vuvs, meeting their therapeutic oeedk k die 
fint pnonty of the health care fKiMty. Heahh cm 
lecocdtf are Mtd to provide a medium of commviMoo 
for cwreot sod htm patieot care aod to provide a 
chrooicle of «be ptfieot's care for a variety of leg^Me 
ccitooa. Ibe health care professiooals involved iooKiog 
for patients infected widi the HIV virus must htvt access 
to all medical ioforraatioo relevant to the oogoiog c«c of 
these padeots. Tbu iofonnstioa is also requued by beahh 
care professiooab to protect tibeir own bealdL 

The healtti mcordi of infected paocots should oot be 
mailed io aoy spedal way. for such deaigpatioia «t 
more hkely to cause the pnvacy of tfbe pttieot to b? vio- 
lated thaoroutioehaodliog of beakh records. Spedalhao- 
dhog effons also frequeotly result io the ooavailabiUty of 
records for oogoiog care, loformadoo oo diese p«ieota. 
therefore, should be maiotaioed foQowiog the facility's 
usual procedures 

Although AMXA recommeodi dial a beahh eve 
Polity should foOow its usual policies for maiotaMitog 
beahh records oo paheou ^rho are seropositive for the 
HIV aottbody and d»ee with symptoou of AIDS, state 
legisladoo in some suies requires diat HIV aoobody lesl 
results be maintiinwi in a ^ledal maooer. Eacb beahh 
care faaUty must adopt record mainteoa:xe policies 
which coofofm with the applicable state laws. In some 
suies the fact tfut an HIV antibody test was performed is 
considered confidential, while io other states less restric- 
nve tegtsladoo exists. 

In st^ requiring tpedal haodliog of HIV aoobody 
test reports, it may be necessary for the bealtti record 
depanmeot to adopt a policy of maifciog such records io 
ao obscure maooer to prevent the toadveiteot release of to- 
formanon on HTV antibody tests. 

Sacondaiyltoeofda 

In addition to the health record itself, patieot Cfx la> 
foimanoo u customarily transferred to a wide variety of 
secondary records, such as bdliog records, lodexes. or 
lop 

It u recommended that each bealdi care facility maio- 
tain such records using numerical data ooly. Diagnoaes 
for bdliog should be traaxmttted via code number which 
may xtqmn the instituooo to institute programming or 
forms destgo changes to ensure thai diagnosis specific io* 
formatioo u not pnoted oo billiog forms BiUiog forms 
often are processed throu^ emptoyen whose penoonel 
have not been adequately trained in the handling of coo- 
fidenual infonnation 

Disease and opentive indexes should be the ooly other 
secondary records niaiotained These records can be coo* 
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Mhed whenev ti it ti mtotaury to tdtonty paaeiio id> 
katd wkb HTV riim, MaMiunuif lop of such 
ptlicai* tuutedly ioatms the luk ttut confidrotai infor- 
■udos wiU hO ioio the hiodi of tbote w«boiit a 
lt(iciMal6 DBCd lo know, 

He«lib itcoid penooael m«tt make emy eflfofl to en- 
Mie thai dlieaie todaxei iodyde evciy patieoi treated for 
AIDS or cot of its Mioy iMoifcitadoaa. 

Olaeaae iodexct abo«ld be maincaiwd lo coofonnity 
with heaUfa care fkilify's codiog policies. AMRA 
itcommcod i the foOowuii poUaes: 

1. The coder iboold assip the appiopnaie code 
wbetKvcr a physoao Usa a dU|Dosu of acqutred 
immuoodefiaeocy syodrofoe or a reUied mamfesta* 
tioo. 

2. If aphyiidao tela toUatsucfa adiaiDOM aodtfae 
dociMneotaciOQ io the recaid deariy uxkcates thai 
such a dUfDotis sfaoold be listed, the health recocd 
data maoafer should bnng the doommicaaoQ 
defideocy 10 the atteotioa of the pfaysiciafL 

3 When a laboralocy lepoft appeao io the beiJth 
lecofd of a pattern iodicaimg the paiicot has ao. 
tibodica to the human inunuDodeficieocy vims, and 
tbfc physidaa hats this fiodiiif as a diainons. the 
code 793 8 for 'Positive serotoficai or vm] cultuie 
6«hop for Hmnin T-CeU Lynpbocropfaic Vuus 
in Lynphadeaopathy-Assoaaied Vinis 
(HTLV/LAV)* wiJl be as^foed lod the case UsKd 
in the disease iodex. 

The above code wiO not br assifned wiiboot the 
coocuneooe of the physidaa b is a weO-cstab* 
Usfaed AMRA policy that aboonnaJ Ubomory tests 
aod X-ray fiodiop aie coded oaly wbeo ooted in 
the (hadurte diainoses by the phynaao, because 
such fiodtttfs may oot indicate the ottieot has a dis- 
ease process. 

Whenever bealih records of pa&eots infected with the 
HTV vuus aie used io reseanh or quality isiunik^ 
studies, the bealib recoid drputmeot staff sbouJd take 
special precautioos to safefuand the pnvacy of these io- 
(hvKtuats. Care must be ukeo to eosuie that persomet w- 
volved id such studies uubze only munbe:s to matotaio 
ibetr study records, and that records puUed for sucb 
studies are well-secured. 

Stofa j» and aacufjt y 

The beahb care facibty is responsible for the data id its 
possessioc Both maoual aod computer synems aeate 
nsks' inadequately trained persoooel wbo can ioadveiteoi- 
ly alter, release, or lose data; penJs sucb as fire or flood 
which can destroy improperly stored data, aod vandals 
wbo. for whatever reason. to break into files or data 
banks The faolily must ensure the physical protection of 
records by persons or orfanizations receiving, prooessiog. 
storing, or baodlmg such records to prevem theft, destnic- 
UOQ. loss, or other fomis of unapproved access. Each 
health care faolily should de\e]op pobciea aod prooe- 
dures that specify the method of storage for health records 
aloog with secondary reports, loss, and filn 



AMRA lecommeodi iiat diagooetic and tieatmeat 
lecordi of outpaoeais and iwpatifms wttfa HIV or its 
niaaifesiadoaa be bouaed with the health vecofdi of other 
patieoB in phyacaUy secwt areas under imaaediaie 
oMMrotoftheheakhiofomaiioaiiiaaafer. AieashouMg 
beakh iftformaboa shaU be lesuided 10 ambociicd penoo> 
ieL Heahh recofdt must be rvailable mi acccsabk at 
an tines for paiieot caie. Wbeo in use withio fkt 
tioo. health rtcocdi should be kept io aeaift mtu at aO 
timet. Heakh iccoidi sho«ld not be left uoaneaded to 
aieu acceaatie to uoauthOiized ladividMla such m oear 
the doon of pttient rooeu or other public aieii. 

Secoodaiy health recofdi shall be pioiected with ike 
same dhgeoce as the origioal health lecoid 

Primary aod secoodary health records shall be retakxd 
in tfaeir origioi2 or mimanciatd fbnn aocortog to legal, 
accrediting, aod tegulaiocy ageocy lequifemeno, follow, 
mg aoipproved institutiooal reteodoQ schedule. Oestruc- 
tioo will be accomplished by controlled iocioeratioo. 
sfareddm^ or other acceptable means of document dicn- 
tegratioa 

Batooaa of IntonMtlon 

Medical ioicmnMioo will be reponed as lequired by 
state law. Additional mforroahoo wdl be released from 
tbe records of patients infected with the HTV virus only 
with an informed written consent (See Appeodu B) to> 
eluding at least the foUowmg- 

* name of mdividual or institutioo that u to release 
the mformatioo 

* name of individual or tnstmitioo that is to receive 
tbe mformatioo 

* pa&eot's full name, address, and date of binh 

* purpose or need for mformanoo 

* extent or nature of infoonatioo to be released (ex« 
ample: AIDS test results or diagnoeu aod tieM- 
ment with inclusive dates of treatment) 

* specific date, event, or cooditioo upoo whtcb 
autbonzatioo will txpat unless revoked earlier 

* statement that autborizaooo can be revoked but not 
retroactive to tbe release of infomatioa made in 
goodfatth 

* date that consent is signed (dale of stgnature must 
be later than the date of infonnatioo to be released), 
aod 

* sigmture of patient or legal representative. 

Infomiatioo released (o aotbonzed individuals/agenaes 
shall be stnctly Imuied to that mformar. oo requued to ful 
fill tbe purpose staled oo the autbonzatioo Autbonn 
boos specifying "soy and all infomuboo" or other such 
broadly inclusive sutemeois shall oot be booored. 
Release of mfomaboo thai is tiot essential to the stated 
purpose of the request is speafically prohibiied 

The release of informaboo from reconb of AIDS 
pabents or those tested for the HTV vmis must be very 
carefully bandied espeaally in states with restricted ac- 
cess because information ibout test results may appear u 
many Kctioos of tbe health record Moreover, the vse of 
code 795 8 reflects a postu\e HfV ttsi, so this infotma^ 
tioa must be considered coofideobal 
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EnployMt fc^poMibk for ttai ttkitt of nforaiatioo 
twM OMic bt caitAiQy tnined mtptrnttd to to- 
mlMtity GoottMcaly compty wi<b botpital poUdet 
for fcWM of HIV Ml fwite or dU|DO«ic nd tiuliiMai 
kifbcvaboQ oo pttkott iofccMd wiib AIDS. 

FbUowiBS Mitociiid icImm of ptacol inlbrmadoa 
die sped Mtfwriadoo Md be ictaioed io te heattb 
lecont wiih oouiioQ of ipcdflc loforoadoo itieaied. 
die of ifkaie. mkI die tlfiiataie of die kidiridual 
who itkMid loforawtioo. 

Each taiMoo Ao«ld heve i pottcy for eoMriag tfaii 
no d$ku for botpiuUaiioo beoefltt for pobena wiib dK 
HIV vim ii nbn^ widwot eawnDg dMt die pttiett 
iwaic of ttae dlafMoe. lad dm tbie dUfpoett cbm be 
subntaled to otaio ho^MUHadoo beoefltt. The imuu. 
tk)o't polfcke iboold abo delbietfc wbetbcr i ipeofic ID* 
focuMd coniot wiU be for lektte of talUi^ 

focnutioo 00 pMkott widi die HIV vinit. 

iDitmrne 10 i subpoeot, recocdi oo patieott infected 
witb die HIV vims will be ickaeed u itquired by 
luie/fedenl Uw. 

All iofonniiioo ideaeed opoo Ae letpieal of i pioeoi 
with i dlagooeis of HTV' ioftctioo will be deatiy sumped 
with i Mietnett pfoiubidog ttduclosure of die mforma- 
doo to another puty widxwt die prior cooaeoi of tf)e 
paoeot. The party teceiviof die infonnauoo wUl also be 
lequesied to dexroy the infonnatioa after the stated oeed 
ii fulfilled 

Employ— B— ponalhiHty 

All bealdi care penoooel who geocntc, use, procew. 
or otbexwise deal w^tb paoeoi-speafic informatioa shall 



uphold the patKoi'a n|ht to privacy. Pravco vioUdoo of 
die coofidtfirialliy of paiicot iofonDadoQ itaall be caoae 
for imineditte leraioatioo of »coe» to Amber diu aod of 
toy employtr-etnpbyee reladoaihip. This policy ihaU be 
made known to aD employees at die tint of employmctii, 
aod each employtt ahaU todkalc ■nd eman di o i of diif 
potky tfafoo|b a liped lUiemeiM at the tine of caploy- 
ncot. kept with the employee's petsoonel recoed, Oooe 
yearly, id coployw havlof access to healdi iofocmatton 
will be reorieoied to die policy aod again sign a waieflaent 
of conpUaooe and uodentandkif. 

Every health care facility shaU educate all employees 
oo die impoctaooe of cooSd wri aUty aod ogtllne die coose* 
queoces of violadoot. In this edoca to ooal profraaunini, 
die spedat scosidvity thai most be accofded iofocmadoo 
about iodivldDals who undetgo soeeoing tests or who are 
infected with die HIV vints must be discuaaed as weO as 
die advene consequences that coukl occur it infotmatioo 
u eirooeously rtleastd. 



Haaponalblitty to th« Public 

Every health care facility should advise die public of 
the precaodoos it has taken to: protect die pnvacy of in* 
dtviduals undergoing scrtenuig or already infected with 
the HIV vuus; ensure that oo 5dse pooDve test results are 
entered into patient health recocds: aod protect die beahh 
of Its cisployee*. The health care facility dioold also ad- 
vise die public that n will comply widi all applicable 
reponuif laws such as infectious disease repotting aod 
compIeDOQ of ccmficates for vital events 
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Summary of Confidentiality Policies 



DalaCollMlioa 

Thcl>pc^and amount ol paiicnt inlotma 
lion |^a(h«rnl vlull t«e limited rothai inUnnu 
tionneednl fo( paiicni caic Supplcnicniarv 
data dftir able lot reNe«i(ch,nluvativ>n, ctv , 
ma> be le.-otdcd Miih ihc peimtSMon of the 
patKni. follov^ini: cxpUnait'm of the puipoNC 
for vkhich the tnformziion \s leque^teJ 

The colleciion o f a n y pat lent data . hether 
bymteiMev^.ob^eivation o( le^tev^ of docu 
meni».\hJiU be conducted in a ietlin^ uhuh 
pTCvide>ma\in)un) piivac) and pioiei.t. (he 
infoimation from unajlhon/ed tnJividuaK 

Seconder) health m for mil ion that i> 
patient ideiilifuble vhall be iiniiU'd to Ihove 
inde\e$ required by lav^ or acciedilin| agen 
cie^ and to those requested for %tated pur 
pcicsbv adminiutaiionor ihe medu'alMalf 

Moraxe & Vcuiil) 

The faCiiil) mustciivure the phvsKal pro 
tectionofrecoTd>b\ pasoiMW organ i/atK>n> 
iccvivinj. proce^smg. >loring^ or handling 
su\h records to prevent Ihell, dcNtnutuxi. 
loss Or other totms of unapproved aae^v 

Area\ >*here patient vare dara are mam 
lamed should bemtiivled to authorized per 
>ofmel 

Hejhh record^ muM be av:iilaMe and j^v-es 
vible at all times lor patient caie 

lhv*Naincintetnalcoiiiiv>iv>*hKh jppi^ tor 
return of the oiigmal health record *\\\ be 
applied 10 fjv similes of the heallh re^^rd 

^evondaf> hejith information sh^tll be pro 
ivxttil «ith the same dili^vn^c avlhcoriginjl 
medical i evord 

/Vvess shall be limited lo sevondjrv djtj 
identified as senMiivc(> e , ph>vKian mjviri 
ctH>e Iki. abortionv performed, etv ) 

tiaid oopies ol stativtual reports and 
inds >es shall be maintained onis in the mvd 
ual lesoid depatinientatid stvied m v^vunJ 
files 

ln4sti\e billing resOlds suiitaini ^ dis 
wharge diagnoses or sodsddjla will bem^m 
tamed in secured files 

Computer pros-esscd patient piosidosJie 
infoimation shall protected m it h the same 
dilii.'ei)se as Ihe oriKinal hejIth icssfrd 

- td^nttficaiion ol authou.ed uiseiv 

- use of xeciirits .xxJes 

~ i<<mputer iJsilits Kxaledmalimitsd Jisess 
j>iea 

llawk up llirs «hall be riumtiiinsd iui jI! 
s iirrent hospital mfotrrui ion s> s.em data oil 



site 01 in 4 sep.iiaie geogijphi> losaiion 

\Wincn agreements Irom umiputei sv'ii 
dois irisoKed Miih patieni prosider hejilh 
s are data 

— mandjts'il)esCiurii> ot ss>n*putct>/eddaij 
slasMlied as sonfidenttjl 

— speafvthemethsxlsbs suhuh informatn n 
IS handled and tratispoiled 

Keeord Keiendon 

Avxordmg to legji, assicdiimg oi regula 
lorsageiKV requiranenis, primars jnJscs<m 
dars heallh uxotds shall be retained ihcii 
destio>ed as\ordmg to an arprs»ed msuiu 
lional retention schedule 

^^tltlen agreements Irom ccunpuier senders 
spesils the length ot time paiis-m pio.n!er 
health sare data miH be nuintJiKsd jiid in 
what manner the data bedeslrosed 

Palieni Acetss 

\ patient or his represenuiisc i.ui luse 
aisess lolmuwn health Uvi 'd upsm passu 
ijium ot a piopeils sonipieisd au<\ Mgiis'J 
juihori/aiK>n, Mith reasoiubk nolivc swept 

- nnrU'is g<tsvi ned b> k^'jl k< n^li amis 
~ patients ad)ud\atcd as msompsteni 

- siiu^iions mIicic ihe tieatih ^ jk piosidei 
his determined ifitsnmjiioii s^ouid hs 
iiijiiMOus to pJitKiit s'l oth<i (M^on^ 

If the patient's les^iisM u denied the pin 
sider inusi 

- pioside J summjts in a rk,tsonjMs tiiiie 

- peimii mspes.lion bs or piostsJs supiss i 1 
tbe heallh rcsoisjs u> another health sMre 
piavtiiioner ^^ho is luenscd to tuj; itis 
same loiuliiion asil>e health saieprosidcr 
and ss^o has bcvii so desijitialed m m rit 
ing. bs the patisiii 

tritluds Mtlh the hviUh icvoid a >iatenieiit 

liixn tht ht j!tl «uu i>uis<Js i t. st>U,i.,!i^ 

the ie,(son tot relusal 

Dalasotrestions K tnadi 'n Ihs l.'ini 
ol an amsndmerii ksnhoui «h,mgs lo ths 
original eiitr> 

Release uf Health Informalinn 

\ propel K sompleied and >.iied authisH i 
/ation IS required loi relejss ni all heitll'i 
mtotma'K'n etss'|>t 

- as ret)Liued bs lavs 

- direst patient sars bs i(.iths*ii/t.d i>rs<>iuiijl 

- rotiii'ie ajinintsti ,inst lu «iis'ns b . 
smpUsstres msUtivisJ m psttkus >•] ivni 
fideiilialits 



rele.iss lo aiuxlisi hsaltli ^ars pivnidsi 
vuireniK khoIvs'sI m ihs sau I'l ihs 
jvjiun' 

- IV" niedisal esalu Cioi) 
lo' tc>eai\h and edusatiu i 

\ props,i aulhoti/atum msludss ihs lol 
lov^ing data 

- name ol insiuulH>i. ihai is to release inlsM 
maiion 

- invli' idual mslilulioii (0 eseisc inior 
mdti>>n 

patunt ^ lull iiaiiiv adduss and dais ot 
birih 

rsjison toi need ol inlotniaiion 

- eMeni or namre ol informatuMt .vi t\ 

eleased 

spesifis dale ssciil oi windmon iijK)n 
sstiKh authori/ainn ssiil s"\pire unless 
resoked earlier 

- staienteni that aulhoruaiiou van bs 
resoked but not retr()avllse lo :tie rels ass 
ol mK>ittMiion made in ^shvJ laith 
date ssius<>it b signs<d 

signjtuis ol palie'il >•) Ssgal ispUssii 
latisc 

lh( iDloinialKtineleasvd %hall ^v !ii lis 
liiniisd to ilut iiiloi 'n.«lisin is^^utud o Iui 
hll tliepuipose suicd m >hs aulhori/auon 

Sessindais hsalil inloiiiuiiiin is ufsu svl 
vtiiK 10 ihsi^s aii.^oi iisJ to 1 1.1.1 1'S M)>li Jttlj 
bs l.iA ui bs p^iiKDI auihoiiy^tiUMi ji.J >ii j 
need lo knoss basis 

Kedivclosurr 

KsUased jnloiniatum ssill be asvs'iiipai>K J 
bs a suument prohibiims ajk^nii^ 
usliSkU>siiis and iss4uini)g dssii u^lioti tt'U. 
tlie sijled Dsed is hilliile^l 

t'mptusre Kespunsibihis in ( unfidenliahis 
Ml health ^aic ps.nuiniel ssIk> J^al aiiI. 
IMlisDl ^(XsilK iiiloiiiiatism shall sig' j )U.s 
nun* annualK a^*rsvii<p iis updok' 'lu 
poitsiii s light lu piisaks\ and nidisali'ii: iiu 
unJstsiatidiiig t)l thi. «\iiis(.(4ihikss ^>l sKi 
ijlKsn 

Kespunsibiltl) ro fublit 

Healil) iiifsiiniaMoii III Iliads %shaila^«i <■ 
lespsmsibilits lot cdus'aimg ihi piiblis ol 
p.ilKnis' ri^'hisiosorii'deniialils lo I 'u,! a 
ss oiina.ion sit idsitliti ibis incdis.i' .tiKMriia 
urn lc> assess ihai iitKniiutioiu aiis^ to Ik 
jde lissare ot ths tJs.)lits s ,H'tuiss j ij 
Mi^ediiies isgJidint: Jis^'osiiiv asvss and 
aitieiiJnieiii ■ 
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Senator Metzenbaum. Thank you very much. 

I wanted to say that Senator Quayle had an interest in being 
here this morning, but he is tied up on the floor and cannot be 
with us. I know he was very interested in your testimony. He has a 
statement which will be included in the record at an appropriate 
place. 

Ms. Gebbie, you have testified that you support the distribution 
of voluntary testing funds to states based on population. Would you 
not agree that the number of cases of AIDS is a better reflection of 
the infected population than total population, even though it niay 
not be an exact indicator? 

Ms. Gebbie. My concern about using only one indicator, such as 
'^^"^^^ ^^^S' *s that it does not fully reflect the current state of 
affairs in any one state. And the point of counseling and testing is 
its role in prevention, and the need for prevention of this disease is 
as great in a state that has little incidence than in one that has 
very high incidence today. 

The other problem with using reported cases is that what is gen- 
erally used is the CDC number, and there is considerable migration 
of patients after they are first diagnosed. So Oregon today shows as 
having 200 cases reported to CDC, but we have at least another 
hundred cases of people who have come to Oregon after their diag- 
nosis elsewhere. That similar kind of shift happens in almost all 
the states in the middle part of the country. Although as a propor- 
tionate shift that number may not sound too great to someone from 
California or N<^w York, it could have a great effect on the funding. 
We have already experienced that in looking at the funding for 
AZT, which recently was distributed only on the basis of state-diag- 
nosed cases. 

So I would urge looking at some kind of formula that takes into 
account some other proportionate factor. 

Senator Metzenbaum. Something other than population, but not 
only related to the number of reported cases? 

Ms. Gebbie. That is correct. 

Senator Metzenbaum. I understand. A number of states current- 
ly have confidentiality laws on the books. Do you feel that thev are 
adequate to ensure confidentiality of test results? 

Ms. Gebbie. Some of them are. I can speak most specifically 
about our own law recently enacted in Oregon, which is specific to 
records around HIV seropositivity and provides that the patient 
must consent for their release except where they are reported to 
the state health agency as required under law. That is very consist- 
ent with the kind of principles pointed out in the Uniform Act that 
was mentioned by the other witness here. But many, many states 
have not enacted those laws either around medical records in gen- 
eral or around HIV records specifically. 

I also would like to underscore that even if we enact that statute 
individually in each of the 50 states or a Federal statute, which I 
think is the swiftest way to accomplish our end, the statute has got 
to be backed up with education of all parties involved with health 
information and with the written records, and must be clearly 
backed up with penalties that will get directly at the iJerson who 
broke the confidence. 
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Senator Metzenbaum. Your organization would support a uni- 
form state law on confidentiality? 

Ms. Banach. Yes, we certainly would. We probably may be 
equally divided in our membership whether that should come from 
the Federal Government or a state law. We do not have a strong 
opinion one way or the other. What we are looking for is some con- 
sistency. 

Senator Metzenbaum. How about yours, Ms. Gebbie? 
Ms. Gebbie. Yes, I would agree with that. 

Senator Metzenbaum. Ms. Banach, what do you feel is the ade- 
quacy of existing state laws on confidentiality? 

Ms. Banach. I think there is a lot of variability on the adequacy 
of confidentiality laws. A number of states such as California, Flor- 
ida, Illinois, Texas, Pennsylvania, and New York have all recently 
passed confidentiality laws related to the treatment and testing 
and counseling of AIDS patients. But there are a number of states 
which have been identified by legal counsel as not having even 
minimal standards of confidentiality. So I think that we have got 
the two extremes with a number of states being in between. 

Senator Metzenbaum. It would probably be better if you had one 
uniform state law. How long do you think it would take to get uni- 
form state laws enacted by the 50 states? 

Ms. Banach. According to the national commission which drafts 
these laws, this commission says that it takes about ten years for 
the law to reach across the Nation and be passed by every state in 
a uniform way. It is not an unusual circumstance. 

Senator Metzenb.\iim. I can only say, wow, what an impact the 
AIDS situation would have in a ten-year period. 

Given the problem with current state laws and the long time it 
would take to pass individual laws— I will withdraw the question. 

I think it is obvious that we need to do something about confi- 
dentiality. I think we have to do something about confidentiality 
on a uniform basis, and I think it is a question, really, of how you 
can best attain that goal and how promptly can you attain that 
goal. I think that is what wc are all concerned about. 

I want to thank you both for participating and all of the other 
witnesses who testified today. That concludes our list of vatnesses, 
and we are grateful to all of you. 

[Additional material supplied for the record follows:] 
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STATEMENT 
OF THE 

AMERICAN HOSPITAL ASSOCIATION 
BEFORE THE 
LABOR AND HUMAN RESOURCES COMMITTEE 
OF THE U.S. SENATE 
ON THE 

AIDS FEDERAL POLICY ACT DF 1987 (S.1S75) 
SEPTEMBER 2S, 1967 



Th« AMrlcan Hospital Association wtlconws this opportunity to co«m«nt on th« 
AIDS Fad«ral Policy Act of 1987, (S.1S7S). AIDS is ona of tho most difficult 
challangas confronting policy nakars today. For thosa individuals infactad 
with tha disaasa, tha saarch for an affactiva traatnant and cura is of tha 
utMSt urgancy. For thosa «*ho ara not infactad, tha adoption of affactiva 
■aans of pravantlng transmission Is aqually urgant. And for AIDS patlants and 
fcclMtias providing tha« cara, tha organization and financing of traatmant 
prasants a growing challanga. 



Adding to \.m sansa of crisis ara tha nany unanswarad quastions, and tha faar 
and stlgMtlxation that hava grown up around tha disaasa. In davatopinf sound 
pot Idas to daal with tha problan, wa cannot afford to tat faar guida our 
actions nor can wa afford to ignora tha vary raal concaras that tha possibia 
spraad of infaction angandars. 



Any affactiva rasponsa to AIDS Aust ba basad upon an undarstanding of tha 
disaasa. Data conttnua to denionstrata that tha AIDS virus is ralativaly 
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difficult to transmit, rtquiring dir«ct •xposure to th« blood or other body 
substances of an infected individuaL Consequently, transmission of infection 
can be prevented through changes in individual behavior. Whether changes 
needed to reduce the risk of transmission take place depends heavily on the 
ability and willingness of individuals to alter their behavior. Therefore, 
efforts to mitigate th« spread of the disease Must concentrate on educating 
and counseling both those at risk of transmitting the disease to others and 
those wtio may be at risk for exposure. More intrusive measures are unlikely 
to be more effective because they still depend on cooperation of the 
IndividuaL Because the AIDS virus is often asymptomatic, It is important 
that everyone be made aware of the risks. Knowledge is our best weapon 
against escalation of the disease and fear. 

The AHA has undertaken a eajor initiative to identify effective approaches for 
both minimizing the r<sk to the public health and providing humane and 
compassionate treatment to those who have already been stricken. In 1963, the 
AHA issued recomnended guidelines for hospital employees on the safe 
management of AIDS patients. 

We have recently issued recommendations for the use of "universal precautions'* 
in all hospitals to minimize the risk of transmission in the health care 
setting. The efficacy of these techniques rests on the use of a barrier such 
as gloves or protective eye wear when exposure to the blood or other body 
substances of any patient la expected. By treating alt body substances as 
potentially Infectious, both patients and hospital staff can be protected, 
regardless of whether an individual's infection status Is known. We have 
provided educational materials to all our member hospitals to help health care 
workers understand the Importance of observing these protective measures. 
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In addition, th« AHA Mt conv«n«j a co«Mittaa of national txparti on AIDS and 
htalth cart dal ivory to sorvo In an advisory capacity to holp hospitals 
•ddrttt tha public hMlth naads craatad by AIDS. Wa win ba issuing a raport 
and ra c oawandations shortly. 

Aa part of our activltias to haip hospitals and tha public copa with tha 
probia«s of AIDS, wa ara plaasad to submit cotwants on S.1575. Wa applaud tha 
CoMlttaa's afforts to grappla with tha difficult Issuas raisad by tha naad to 
pravant furthar trans«isslon of tha disaasa and by tha naad to ansura that 
Individuals with tha AIDS virus ara accordad tha sa^a considaratlon as othars 

ara not infactad. This bill raprasants an laportant first stop in 
•ddrassing both thasa concarns. 

Tha bil I has thraa parts: 

0 ParLA wHjld authorlzt grants to clinics and public ganarai hospitals for 
tha axpansion of voluntary AIDS counsoling and tasting. 

0 ParjL? would astablish strict confidentiality raquirenants for records of 
AIDS testing and counsel lns> without regard to whether tha records were 
craatad with federal assistance. Under exceptions provi?,ions. disclosure 
would ba paraittad to: 

- blood, organ. se«an and breast nilic ban)(S; 

- state health officers, if required by state law; 

- spouses or other known sexual contacts (by physician or professional 
counselor); 
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- hMlth cart wrktrs providing car« undtr cono tlons that dlght axpost 
thM to significant potslblllty of Inftctlon. as dtflnad by tha 
Cantars for Olsaasa Control; 

- by ordar of tha Court haalth off Icars. 

0 Part C ifould prohibit discrlalnatlon against qualiflad parsons on tha 
basis of HIV antibody status or diagnosis In anploynant, housing, public 
accoMOdatlons, and govarwuant sarvlcas, or In tha racaSpt of banaflts 
undar any program or activity that racalvas or banaflts fro« fadaral 
financial asslstanca. Excaptlons to th9 ganaral rula against 
discrlalnatlon would ba allowad M>ara thara Is a possibility of 
transmission or If dlsaasa «akas tha parson unquallflad. Panaltlas ara 
astabllshad for violations. Including civil «ionay panaltlas. Injunctlva 
rallaf, and privMa rights of action. 

Tha AHA fully supports tha sponsors* af forts to maka voluntary tasting mora 
widaly aval labia. Individuals who «ay ba at risk for Infactlon with tha AIDS 
virus should ba ancouragad to saak tasting and counsaling In an anvlronmant 
which assuras that tha conf Idantlal Ity of this sansltlva medical information 
will ba maintalnad. 8y requiring Informed consent and allowing for anonymity. 
AIDS tasting programs may have greater success In serving Individuals who 
Might otherwise ba reluctant to saak consultation: thus, these programs may 
have a greater opportunity to provide education about necessary behavior 
changes. It Is Important to recognize that It Is counseling, and not tha act 
of testing, that can ultimately have an Impact on reducing rinky behaviors and 
thus, transmission. Even If an individual tests negative for the AIDS virus, 
appropriate precautions will still be required to prevent future exposure. 
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Th-r«for«, •xpansion of testing program'; cannot be seen as the solution for 
protecting public health, widespread health education activities, targeted to 
those at particular risk, as well as to the public at large, must be the 
cornerstone of cjr efforts to halt the spread of AIDS. The emphasis on 
thorough pre- and post-test counseling in this bill is an important ingredient 
In the provision of public education. 

Vm AHA also supports the blll*s goal of protecting information concerning 
AIDS antibody testing froM disclosure to anyone Mithout a legitimate need for 
that Information. AIDS test results demand the same confidential treatment 
accorded to other sensitive medical Information. The exceptions to th^ 
nondisclosure provisions of Part B appear to have been drafted in the context 
of handling records In a program designed specificatly to provide screening 
tests and counseling, not In the context of tests performed as part of the 
diagnosis and treatnent of patients in a hospital. Consequently, the 
exceptions would probably al low disclosure to a patient' lician and direct 
nursing staff (depending on how the CDC constructs the g. »es), but 
suggests that test results b« kept separately from the mec il records. 
Although the bill's language seems appropriate for gover^ the handling of 
Information In testing centers^ Its broad scope will prese. some problems for 
hospitals. Care should be taken that the confidentiality requirements 
outlined in the bill not limit hospitals' ability to appropriately manage 
patients* care or maintain complete records of the patients' medical 
conditions. 

The Committee Is appropriately concerned about the potential for 
discrimination against infected individuals. The stigma that has been 
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attachfd to AIDS My havt devastating iapMcations for an individual's lifa. 
Undar no circyiiatahcaa should a paraon who la infactad with tha AIDS virus ba 
danlad tha considaratlon accordad to thosa who hava not baan axposad. 
Howavar, In dabating tha bast aaasuras for ^suring that thasa rights ara 
praaarvad, it Is iaportant to claarly spacify protactlon axtandad to 
saroposltlva individuals. Our aajor concarn with Part C is that It Is slMpiy 
so broad that it Is unclaar how cartain typas of situations would ba viawad. 
Tha aiiblgulty of tha bill Mkas It iaposslbia to answar basic questions about 
how It would affact hospital operations. At a «inliKM, hospitals aust retain 
the ablMty to detaniine if they are capable of rendering the type of care 
needed by particular patients, and they aust be able to deteraine fitness for 
duty of a«ployaes and aedical staff without having to rely on an external 
public health officer to render a aadlcal daterai nation. The AHA supports 
what we believe to bo the goals of this section but believes that greater 
clarity is required if these goals are to be achieved. 

The AMA Is coaaltted to helping the nation's hospitals and their comnunities 
cope with the challenges presented by the escalztion of AIDS. Actions are 
needed to help prevent transalsslon of the virus, to protect the Interests of 
Individuals who are Infected, and aost of all, to provide humane and 
coapassionata care for those who have developed the disease. The AIDS Federal 
Policy Act of 1967 presents an iaportant opportunity to address these issues. 
We look forward to working with the Comiittee in the weeks ahead In its 
efforts to aeet the challenge. 
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UNIFORM HEALTH-CARE INFORMATION ACT 



When a person seeks medical care - goes to a physician or 
enters a hospital - notes are taken, charts are established, 
medications are listed. In short, a record of treatment is kept 
by physicians and hospitals, who controls those records? Who has 
access to them? Can someone you don * t know see your medical 
records? These questions are not well answered under current 
law in almost every state. In addition, the overwhelming use of 
computers, which store large quantities of information and make 
access to it almost instantaneous , adds significance to these 
questions . 

At its 1985 Annual Meeting, the National Conference of 
Commissioners on Uniform State Laws promulgated the Uniform 
Health-Care Information Act , It provides the needed answers to 
these questions. 

To cover the range of persons and entities that keep 
records, the Act defines "health-care provider" as any person 
"licensed, certified, or otherwise authorized by the law of this 
State to provide health care in the ordinary course of business 
or practice of a profession," (The definition would exclude 
pharmacists and others who sell medical devices,) The records a 
health-care provider keeps on any patient, generally, may not be 
disclosed to another person or entity without the patient's 
"written authorization," This is the fundamental, basic rule - 
the premise with which anybody considering disclosure of such a 
record must start. 

There are exceptions to this fundamental rule, because 
there are situations in which the need for disclosure without 
the patient's authorization overcomes the need for individual 
privacy. They meet specific situations m which the patient's 
health is not benefited by the basic rule or m which the 
functioning of health-care providers and health-care facilities 
would be 3eopardi2ed if the basic rule applies absolutely. But 
exceptions are limited, and the basic rule will govern the larco 
majority of cases. 

Exceptions to the rule include disclosure to other persons 
who are providing health care to a patient; to other persons w^o 
must have certain information for health-care education and like 
activities (but with provisos to restrict re-disclosure) ; to 
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Other persons if disclosure minimizes inuninent danger to the 
health or safety of a patient; or to irrjnediate family members 
•if in accordance with good medical or other professional 
practice, unless the patient has instructed the health-care 
provider not to make the disclosure j " These kinds of disclo- 
sures fit the parameters of protection for individual patient 
health and maintenance of health-care facilities, records and 
programs. 

The Act also determines the disclosure of records in 
compulsory piocesses, whether a proceeding is judicial, legisla- 
tive or ad!ninistrative. Again, a patient's consent must be 
sought in most cases. But, if a proceeding specifically con- 
cerns a patient, disclosure may take place under enumerated 
exceptions. 

If a health-care provider discloses any information about a 
patient, as provided for in this Act, a record of the disclosure 
must be made. The Act quite specifically governs the form and 
duration of patient authorization for disclosure and of revoca- 
tion of such an authorization. 

Next ia importance to the question of who may have access 
to a patient's records is the question of the patient's access 
to his or her own records, and the question of who controls what 
goes into those records. The Act provides for patient access and 
for correction of records a patient believes to be erroneous. 

Within ten days after a written request to a health-care 
provider, a patient must have the opportunity to examine and 
copy his or her own health records. There are circumstances in 
which a request may be denied. The health-care provider may 
withhold information on the grounds that it would be injurious 
to the health of the patient, or that it would endanger the life 
or safety of another person, for example. But these exceptions 
are specific and limited, and, like the exceptions to the rule 
that disclosure of a patient's records to a third person re- 
quires the patient's written authorization, they mu^i be treated 
very cautiously by any health-care provider that denies access 
to a patient. 

Concurrent with a patient's right to examine his or her own 
record is the power to obtain corrections of an erroneous 
record. The procedure for obtaining a correction is clearly 
spelled out in the Act. If the health-care provider refuses to 
correct the record, the oatient must be informed in writing, and 
the patient still has the right to insert a "statement of 
disagreement** into the record. 

All rights to control disclosure and access to records are 
accompanied by enforcement provisions. Willful disclosure of 
health-care information in violation of this Act is classified 
as a misdemeanor criminal offense, for example. Any violation 
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of the Act may be corrected bv civil action, as well. A health- 
care provider can be compsiled to comply with the Act, and may 
face damages. If a patient alleges that a health-care provider 
improperly withheld information from that patient, the burden of 
proving that the withholding of information was proper falls on 
the health-care provider. The potential penalties suggest that a 
health-care provider must be careful to comply and to deal with 
the patient's rights accurately. 

Other provisions of the Act -concern notice to patients of 
recordkeeping practices; the health-care provider's right to 
charge a fee for copying a record? the powers of the patient's 
authorized health-care representatives; and the health-care 
provider's recordkeeping obligations. The Act attempts to deal 
with all issues related to disclosure and access, comprehensive- 
ly. Given the uncertainty of legal rights, currently, and the 
potential for damage to individual patient interests because of 
that uncertainty, the Uniform Health-Care Information Act meets 
a long neglected need. 
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Coalition for AIDS Prevention and Education 



July 30,1987 

Dear Senator: 

Since the development of the antibody test in 1984 for the acquired 
Immune deficiency syndrome (AIDS), the national debate on the routine use of 
the test as a public health tool has escalated. Congress has entered this 
debate and will soon consider major legislation concerning this Issue. 
Moreover, the Federal government already is Implementing policies regarding 
the mandatory AIDS testing of certain populations (e.g. federal prisoners 
and Immigrants). 

We. the undersigned organizations, are contacting you to share with you 
the attached white paper providing our views and collective expertise on the 
need for* 

o routine counseling when conducting HIV testing, 
o confidentiality In the testing process, and 

o non-discrimination protections for those who test positive to the 
virus. 

Collectively, we are members of the Mental Health Liaison Group (MHLG) . a 
confederation of sclentlfl'j. professional, advocacy and voluntary mental 
health organizations dedicated to improving the quality of mental health 
services In the United States. Our expertise is based on a wide body cf 
psychological and behavioral research, considerable Involvement of our 
members In testing programs across the country and our experiences as mental 
health practit loners In clinical settings. 

We believe that stopping the transmission of the human Immunodeficiency 
virus (HIV) is an urgent public health goal. Such prevention requires 
behavioral change which can only be accomplished through education and 
counseling. Thus, public policy actions aimed at stemming transmission of 
the AIDS virus must first focus on education and counseling, rather than the 
testing of individuals, voluntary HIV antibody testing may be a useful 
adjunct to counseling but It must be conducted with the most strict and 
enforceable assurances of confidentiality. 

Under the aforementioned circumstances, counseling and testing should 
be more widely available. Such programs should be offered in family 
planning, prenatal, sexually transmitted diseases and drug abuse clinics, 
(n order to facilitate the use of this service by stigmatized populations, 
ant l-dlscr Imlnat ion protections must be provided at the federal level for 
all persons testing posit I vo to protect them from adverse actions In 
employment, housing and health Insurance. 
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We strongly urge your consideration of each of these points In 
considering public policy options. Should you have any questions about this 
document, please do not hesitate to contact Alan Kraut, chair. Mental Health 
Liaison Group, at the American Psychological Association (202/9SS~7653) or 
Jim Brennen, chair. MKLG Subcommittee on AIDS, at the American Association 
for Counseling and Development (202/543-0030). 

Sincerely. 



Alcohol ti Drug Problems Association of North America 
Alpha Center 

American Academy of Child and Adolescent Psychiatry 
American Association for Children's ResM^ntiai Centers 
American Association for Counseling and Development 
American Association for Marriage and Family Therapy 
American Federation of State, County & Municipal Employees 
American Health Care Association 
American Hospital Association 
American Nurses Association 
American Psychiatric Association 
American Psychological Association 
Association of Minority Health Professions Schools 
Child welfare League of America 

International Assoclat Ion of Psychosocial Rehabilitation Services 
Mental Health Law Project 
National Association of Counties 

National Association of Protection and Advocacy Systems 
National Association of Social Worlcers 

National Association of State Alcohol & Drug Abuse Directors 
National Coalition of Hispanic and Human Services Organizations 
National Council of Community Mental Health Centers 
National Mental Health Association 

National Federation of Societies for Clinical Social Work 



79-377 0 - 88 -5 
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Coalition for AIDS Prevention and Education 



AIDS Courweling and HIV-Antltotfy Tastlngt 
A Position l^aper 



$tnc« th« advant of tha Hiv antibody taat In 1984. a larga«-acala. 
national dobata hat cantared around tha uto of tba taat aa a public haalth 
tool. Tha Mental haalth coMMinity haa baen an active participant in thia 
debate. The following atatenent reftecta tha poeition of a wide range of 
Mental health organlzattona and la baaed on a wide body of paychologlcai 
raeearch data. lnvolva«ent in teattng prograM acroae the country and tha 
asperlance of Mental haalth practltlonera in clinical practice. Thia 
atateaent deale apeoificaiiy with the paychologlcai leeuee around taating 
and doee not addraae laauea auch aa the uae of the taet by inauranca 
coMpanlaa or whether haalth provldera ahould warn Indlvlduala who are tha 
partnera of HIV poaltlve indlvlduala. 



We urge adoption of theaa princlDlaa at all fadaral agenclea. 
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Pr«v«ntlng th« trantmlstlon of HIV It a major public health goal. 

Preventing such trantmlaelon requirae individual behavior change. 

such behavior change will beet be facilitated through a comblnitlon of 
education and counselling. 

Education involves providing Individuals with Information about HIV 
transMlsslon and r isk-reduct Ion. 

Cc«inMlln9 Involves Individualized aseessiw«nt of risk behavlore, 
facilitation of effective decision making concerning appropriate 
behavior change, and resolution of psychological and social problems 
raised by this process. 

Individuals must also be Informed about the the legal ramifications of 
HIV testing with regard to local and state laws about disclosure, 
confidentiality and non-dlscrlmlnatlon. 

Routine education and counseling should be made available by the 
federal government to all people who enter family planning, prenatal, 
sexually trans» 'tted diseases, and drug abuse clinics. Such counsel I ng 
should also be routinely available at alternative test sites. 

In some cases, Hiv-antlbody testing will be an appropriate adjunct to 
such counseling ae a strategy for facilitating behavior change or as a 
source of information necessary for effective deolston making, if 
testing le used, the individual must be given the opportunity to work 
througti psychological Issues raised by thit testing. 

When Indlvlduaie are tested for Hiv-ant Ibody, privacy protections must 
be asaured. Enforceable protections against discrimination based on 
HIV aaropoeltlvlty tn housing, employment, public accomodations and 
federal service should also be assured. 

Sufficient funds should be budgeted to pro/lde effective education and 
counseling; this Includes funding for counselor training, outreach, 
administration, provision of services, laboratory work and evaluation. 
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AIDS Couna«llng and HiV Antibody Tatting: 
A Position Papar 
P•9^ 3 



■aekground 



Tha rola of tha huiaan Imnunodaflcianey virua (hiv) antibody taat aa part of 
a national Aios pravantion campaign haa baan tha aubjact of wltfaapraad 
diacuaalon. At a rabruary 1987 confaranca aponaorad by tha Cantara for 
Olaaato Control (COC). a policy of mandatory Hiv^taatlng racalvad nttia 
•uppcrt from AIDS ojcparta and local haalth offlcara from acroaa tha country, 
Routlna acraaning of blood during hoapit admlaalon or for paopla aaaking 
marrlaga licanaaa alao waa rajactad bacauaa of Ita high coat and laclc of 
algnlflcant public haalth banaflt. At tha aama tima, public haalth 
offlclala volcad support for of faring HIV-antlbody taata on a voluntary 
baala to all thoaa who aaatc family planning aaalatanca, pranatal cara. or • 
'Irug abuaa traatnant. 



Tha confaranca partlclpanta ganarally aupportad education and counaaling aa 
part of a national pravantlon campaign, and agraad that tha HIV-antlbody 
taat ahould ba an adjunct to education and pravantlon counaaling and not tha 
ravaraa. It waa also clear from the conference that counaaling meant 
different thinga to different partlclpanta. Thia paper attempta to outline 
the componenta of an appropriate education and counaaling program aaaoclated 
with AIOS prevention. 



Preventing HIV-tranaalaalcn through behavior change 

The major goal of public health programa concerning aios la to prevent the 
tranamiaalon of Hiv to othera. ThIa raqulrea that individual refrain from 
engaging m behavlora likely to tranamit hiv. The ultimate goal of 
educational and counaaling programa, therefore, la behavior change, ofil 
requiring or encouraging a parson to take an hIV antibody teat. In order to 
obtain compliance, solid psychological reaearch ahow that an Individual must 
voluntarily chooae to engage In a behavior change program. Otherwiae it la 
highly unlikely that the Individual will adopt the behavior change. 
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AIDS Coui.Mllno tnd HiV Antibody Tasting: 
A Position ?tp«r 
rsO# 4 

Moroovor. tho vsius of testing without counssling Is highly Questlonsbls. 
Mlsvsnt dsto hss rscsntly bssn collsctsd fron Indlvldusis who wsro scrosnsd 
out frosi snllstMRt wl*r ths sillltsry dus to thsir HIV posit Ivs ststus. 
Intsrprotst ion of s po^ltlvs tsst rssutt snd counsoling ars nc provldsd to 
Indlvldusis who hovs &««n tsstsd through ths Mllltsry rscrultiMnt procsss. 
Tho Indlvldusis eontsetsd through tMs survsy contlnusd to sngsgs In high 
risk sctlvltlss. Uplrlesi rssssrch siso dsiionstrstss that sdvsrss social 
snd psychologies! consoQUsncss sr« sssoclstsd with Icnowiodgs of ono's 
soroposltlvo ststus. Including sitrSMs doprssslon. brsslcups of 
rolstlonshlpo. socisl loolstlon, snd In so«s cass dissbling tsvsis of 
snxisty. In ths abssnco of offset Ivs and nontoile sntlvlrsi thsrsplss. 
knowlsdoo of Hiv-antlbody status rosy not alwsys bs dssirabis for ths 
indlvldust. 

Frivscy Cone«rns os a Public Hsalth Neod 

AIDS, ARC snd HIV-ssroposit I vo ststus ars stignstlzing conditions In our 
soclsty* Tho probiSM Is conpoundsd by ths prsvslsncs of AIDS smong groups 
that slr«sdy sx(.srlsnc« consldsrsbis Intolsrancs. o.g.. gsy nsn snd iv drug 
usors. Th»r« Is consldArsbio suspicion among psrsons with AIDS or st risk 
for AIDS that Infomstion sbout th3lr antibody-status will be unfairly ussd 
sgolnst th«i by saiployors. Insursncs compsnlss. I snd lords, snd othsrs. Ths 
validity of thsso fssrs Is supported by exsmples of AIDS-rslstsd 
dlscrlalnstlon, prsjudlcs. and violsncs. Anonyxous tssting Is prsferred, 
thoreforo. bocsuso It protscts ctlsnts froM dlscrlmlnstlon (snd Is thsrofore 
mors lllcsly to sllcit coopsratlon from clients with haslth profess lonsis) 
whils achlsving public hsslth gosls. 

Soflie ststss hsvs begun to require the reporting the nsmes of HIV posit Ivss 
to ststo hsalth dopsrtnents. In ths sbssnss of sny rssi thsrspsutic 
Intsrvontlon. ths rsporting of Indlvldusis who srs not sick ssrvss llttis 
useful vslue. Anocdotal evidence auggeete that this strategy forcec people 
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AIDS CounMIIng ind HIV Antibody TMtin^i: 
A Position ftp«r 



•way fro* Uating progrtAt and Into otatM whoro Mandatory reporting la not 
r«qmr«d. Thia altuatlon akawa wtiatavar data »ay ba aval labia (I. a., rataa 
of antibody pravalonca in a apaclfic geographic araa) and aiacta an 
unaceaotabig iHiaan toll. Although It »ay ba uaaful for opidanloioglccl 
aurvalllanog to raport HIV Infactlona with ralavant da«ographlc 
charactgriatica, tho raport Ing of a nana aaaociatad with a taat raault 
raiaaa privacy concarna which My Intarfara with tha broadar public haalth 
goala. 

If anonyalt/ la Impractical or inpoaalbia, taat Ing nuat ba conductad undar 
thd Moat atrlot guarantaaa of confidant lal Ity. Thia ahould Inoiudo civil 
pgnaitlaa for inapproprlata ralaaao of taating inforMtlon. Again, au'jh 
guarantgaa arg nacaaaary In ordar to inaura coopgratlon froM atlgMtUad 
populatlona. in th« daaign of tho counaaling and taating prograa. it la 
aiae la^ertant to raaain aanaltlva to th« fact that thg vary dacialon to 
•ntar a taat alta and angagg In a pregra« of education and counaaling aay ba 
pgrcaivgd to thraatan-an lndlvl«ial*a confidentiality whathar tha Individual 
uitiMtaiy d«oidea to taat or not. 

In addition, In ordar for counaaling and taating to be affactlva aa part of 
a pravantlon caapaign, prohlblttona agalnat diacrlnlnatlon on tho baala of 
HIV antibody atatua Muat be aatabiiahad m law. $uch prohibit lone agalnat 
dtacrinlnation, ahould apply to e«ploy«ant, houaing, public aceo«o<iat lona 
and govgriwantal ggrvicaa. Protection auat be affordad to thoaa with hiv 
infaotlona wail aa thoae who say be parcaivad to be at rlak for hiv 
Infaotlon. 

Fgctlltating bghavior change through •ducatien and counadiing 

ftouting education and counaaling ahould be available through prograaa for 
faaliy planning, prenatal care, drug abuae, or aeiujilly tranaailttad dieeaaee 
cllnlce aa well oe the eileting anJ future alternative teet altee. AUhough 
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AIDS Counwllng and HIV Antibody Testing* 
A Poeltlon fiper 
Pao« e 

the focui here le on the federally funded progrwe. couneeiing ehould be 
routinely offered at ill teeting eitee (!.•.. Private phyelclan offlcee). 
All HIV antibody couneeiing end teeting programe ehould Include pre-teet 
education and counaellng. Ko teet ahouid be conducted without the Informed 
coneent of the participant. Post-teat counseling must also be provided. 
The following outline provldee the skeleton of an appropriate counseling and 
testing program. 

I. cdueat ton consists of supplying Information about meane of HIV 
transmission and methods of reducing rlek behavior. It can be 
accompliahed through a variety of channele. Including videotape, 
audiotape, printed matter, group Secturee and diecussions. and 
one-to-one Interaction between an educator and a client. 

II. pm-f t Council no Is nscssssrlly more Individualized and 
inciudee: riek aeeeesment. recommendit lona for behavior change and 
Informed consent . 

1) Rlek Aeeeasment coneiste of reviewing the individual 'e 
behavior history sufficiently to determine the pressnce of 
nek factore (l.s.. high-risk behavlore rich as unprotected 
intercourse and the sharing of uneterlllzsd needles). 

2) Aftsr Individual lied asseesment, the counselor may make 
recoMOdatlons for specific behevlor chsngee for reducing 
that Indivldual'e potential risk of future Infection or 
transmitting the virua to othere. 

3) Informed Consent. Following couneeiing, the Individual should 
be aaeleted in making a dec I e ion about whether or not antibody 
testing Is appropriate. This diacussion will depend upon the 
individual and the decisions thst the individual wishes to 
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-•k.. ..fl. p.r.n„„,. a.c.u.. It .. ,„K.rtin to d^t.r.ln. „ 

. h. PC..I.I. p.,c^o.o„c.( .„« ^cu, con..,u." 

°' •""^"^ •«"«.. or.l infor-a eon..n^ 

•houia b. obt.ln.a ftor, th. tMt I. conducts. 

"'• -r . -.C.on ,. ,0 .nt.bo-y f.t.ng ,t My 

•Touflh th. c.nlc or by r.,.rr„ to .n ..t.rn.t.v. t..t .,t.. 

'V. Pa.t-t..tr , . i n.., . n a ....ntu,. m..„ th. cn.nt ^ci-.. 

^ r.e..v. th. r.«.,t.. h./.h. b. ,„«,v,du.My ........ • 

th. ..t.„t to .^.ch th. t..t r..u>t.. M.n.„, . 
»^Mc«,on. .r. cl..r. »h.„ th. t..t r.«.,t ,. n^.;?,.. 

;2 J • »' - «o -v.nt ,utur. ,„,.ct,on 

.hould b. .......a. „ 

^ « .n punn.n, to -n.g. th. pct.nt... p.ycho.o«.c.. .na 

•ocl.l con..qu.nc.. of ..ropo.ltlv. .t.tu.. 

E-ii«HULX«^^ ,. r.cc^„^, ,„ .p..,., ..... 

MM^nt ,„.,c.t.. th.t th. ,„«,v,*,.,.. eo-.t^nt to b.h. .or 
ch n*^ ,. unc...r or ,h.r. ..v.r. p.yeho.og.c., «,.tr... ,. 

^ '^•■.•itnct to behavior change, and 

TMCUon to th. t..t r..u,t. Th. coun...or .hou.d b. .b,. to 
Prov.,^ th. .na.v.du., „th r.f.rr... ,or ,n«.v.*... 
P.ychoth.r,py. group p.yehoth.r.py. .upport group.. «,c.,. 
Mrv.c... ..cohou.ub.t.„c. .bu.. r.cov.ry ..rv.c... or ^«,c.. 
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AIDS CounMlIng and HIV Antibody Testing: 
A po«ltkon Pap«r 
Pag« 8 

BtMd on past tiparianca, affactiva counMling at aitarnativa taat aitaa 
will raquira tha following: (i) Pr^-f at. (a) at laast 30 minutaa of haalth 
•ducat ion in a small group Mtting (which could b« accompl Ishad through 
vidto praaantatlona. lactura. or quaatlon and anawsr format), and 30 minutaa 
of Individual izad aaaaatmsnt and counaallng; (2) Poat-taat ; For thoaa 
individuals who rsturn, a minimum of ons-haif hour should bs schsdulsd for a 
post-tsst counssiing sssslon ;o asssss rsactlon to ths tsst rssult. risk 
bshavior, and nssd for additional ssrvicss; (3) Foi tQi>»ua .- For thoss who 
rsquirs an additional sv^sslon, ons hour of counssiing should bs mads 
aval lab IS with ths sau^ cv-Htne^ior. 



Ths cost of ths propossd counssiing program at altsrnativs tsst sitss will 
vary dspsnding upon geographical location, ssroprsvaisncs. and ths voiums of 
tssts to bs conc'^^tsd. Ths following is an sstimats bassd on sipsnsss 
associatsd with sach of 10,000 individuals who would rscsivs such a program 
through an altsrnativ* tsst sits In a high risk arsa. Ths following is only 
a mods I for dsvs loping a national program and Is bassd on ths San Francisco 
sipsr Isncs: 



10,000 psrsons - 1/2 hour of health sducatlom 1/2 hour prs-tsst 



0,200 persons - Rsturn for 1/2 hour post-tsst counssiing sssslon. 



690 pttrsons - Rsturn for 1 hour foi low-up counssiing sssslon. 



Budget 



counssi Ing ssss!on. 






AIDS CounMllng and HIV Antibody Tasting: 
A Petition Papor 
Paoo 0 
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Th« coata of auch a program would ba approximataly aa followa: 



Counaa ling Sar v I caa : 



$300,000. 



Counaailng Adnlnlatratlon 



$120,000. 



Laboratory Noric: 



$170,000. 



Haalth Oapartmant Adnlnlatratlon: 



$ 90.000. 



Outraach/Advart laing: 



$ 120, QOQ . 
$600,000. 



TOTAL: 



On avaraga thaaa coata hava woricad out to b« juat ovar $ao.00 par paraon. 
Tha coat of routlna counaa ling at faally planning, pranatal. drug abuaa and 
STO cllnica auat bo budgotad aaparatai/. baaad on tha voIumo of caaaa and 
tha porcantaga of paopla who Might accapt tha of far of auch counaa! ing. 
Without taatlng. auch counaaling ahould coat approximataiy ona-half aa much 
aa tha aitarnatlva taat alta prograa. Start-up and training coata ara not 
Inciudad In thia aatlMta. 

Boyond Xtm MIniaua PrcQTM 

Tha coa«on«nta of tha aducatlon and counaaling prograa outllnad hara raflact 
an abaoluto atntau* nacaaaary to achlava aoaa dagraa of bahavlor changa. It 
la highly ilkaly that axtanalva additional counaaling aay b« nacaaaary. In 
addition to mra Intanaiva counaaling. altarnatlvaa auch aa paar counaaling 
and counaaling outalda traditional aattlnga auat ba oxplorad. 

CQunMlor Training 
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AIDS Coun««llno and HIV Antibody Tasting: 
A Position Pap«r 
Pao« 10 



Th« counselors In sach of thast programs would nssd spsclallxsd tralnlna. 
In addition to thorough knowlsdgs of AIDS and hsalth Issuss, ths counsslors 
will also nasd consldsrabis sipertiss in msntal hsalth issues and tschnlques 
of intsrvlswing and conducting individual Ixsd asssssments. Counselors must 
be •snsltivs to ths cul turs/subclturs of thsir clients; this Includes 
comsiunlcatlon and language skills. All counsslors' basic compstencles In 
these areas should be assessed before they undertake AlDS-related counseling 
act Ivlties. 



frogrei Evaluation 

in providing support for a counssling, sducatlon and tasting program, funds- 
ateo Should be allocated for eeplrlcally assessing ths effectiveness of 
sducttional and counseling programs In reducing hlgh--rlsic behavior while 
ainlalzing psychosocial problems. Evaluation of counseling and education 
progrtme should includs asssssments of changes In clients' AlDS-related 
knowledge, attitudes, and behavior as a result of participation in the 
program, as well as asssssment of clients* coping and psychological 
adjustment. Such evaluation will provide empirical dats that will Permit 
ongoing Improvement In AlDS-related counseling and education programs. 
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>lr. Chairman and Members of the Subcoitmittee: The National Hemophilia 
Foundation is pleased to offer its views on S.1575, the AIDS Federal Policy 
Act of 1987. We commend you and the cosponsors of this legislation for your 
leadership in responding to this public health emergency. The NHF has also 
assumed a leadership role in the public health arena regarding AIDS/HIV 
infection issues; for example, we initiated screening of blood donors in 
October of 1982. The terrible events in Arcadia, Florida, involving the Ray 
family underscore the need to address the many issues surrounding AIDS. 
This legislation moves in that direction and NHF endorses it. For the 
CoiMiittee's information, we have attached jur recent statement on the Ray 
family tragedy, (see attachment E). 

Let us begin by sharing with the Committee our experience with the 
effectiveness of comprehensive programs in regard to the AIDS issue. We 
would like to stress the importance of having programs that are well- 
organized and staffed, providing pre- and post-test counseling to all 
individuals at risk of AIDS. 

In 1976 Congress authorized the development of coaprehensive hemophilia 
treatitent center programs. Over 9,500 persons with hemophilia {nearly 50 
percent of the total he^philia population) are now served by these centers, 
which provide multidisciplinary services including psychosocial, financial, 
and vocational counseling, in addition to medical, aental, and orthopedic 
care. The impact of these programs has been dramatic, (see attachment A) 

Congress' investment in comprehensive care programs which promote home 
infusion therapy has paid off by reducing disability, unemployment and the 



;ERJC 





138 



2 



cost of medical care for patients with hemophilia, when the AIDS threat was 
identified for the population, these established programs provided a basic 
health care network for the heowphilia co™,unity. There were individuals 
available to hear patient worries, although the resources and expertise were 
scarce to deal with the problem. The NHF recognized that ;'urther program 
funds were needed to address this concern and supplemental funds for 
hemophilia were sought and granted. 

AIDS: A SFRIOIIS PROBLEM THAT HAKES THF rnMPRFHF^S IVE TRFATMFNT rPNTPPc ctm 

"^^"^'^^ - °f J^'y.. 1987, the number of AIDS cases reported among 
children and adults with hemophilia was 374. The recognition that AIDS was 
transmitted through blood products has had a profound effect on families 
affected by hemophilia. It is a stinging irony that these blood products, 
which have provided people with hemophilia with a newly-found freedom from 
pain and disability, have been identified as the source of their 
vulnerability to AIDS. This crisis has created a need for comprehensive 
care that is greater than ever before. The hemophilia treatment centers, 
particularly with respect to the psychosocial care being provided, have 
served as anchors of support during this critical period. Without them, 
there surely would have been widespread panic. But now, the need for risk 
reduction and psychosocial services is increasing dramatically because of 
the profound impact of the current situation: 

between 33 - 92 percent of persons with hemophilia A have been 
exposed to HIV, 
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between 14 - 52 percent with hemophilia 8 have been exposed to 
HIV; 



10 percent of the sexual partners of persons with hemophilia have 
been infected with the virus. There have been several cases of 
these partners, as well as newborns of seropositive women, 
contracting AIDS; 

It has now reached the point where it is important to establish 
adequate programs that wiU provide foi effective risk reduction measures. 
You should realize that the hemophilia Population is a representative of the 
traditional heterosexual family. Our experience ^ith this microcosm of the 
general population is useful as you consider effective strategies for 
changing normally accepted sexual behavior. In order to reduce the 
transmission of AIDS in the heterosexual population, it is important that 
accurate information be disseminated rapiJIv and over time through education 
and counseling. Accordingly, to fulfill this risk reduction strategy, it is 
imperative that confidentiality be safeguarued and thuse involved in risk 
•"wuuction programs be protected against discrimination. An effective risk 
reduction strategy absolutely requires that an individual's rights in regard 
to confidentiality be safeguarded; and that mtenswe pre-and post-test 
counseling programs be further developed. Prugrams need to bo extended 
beyond testing and notification of antibody status. Testing and 
notification in itself can create anxiety and depression which can be 
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counterproductive in changing behavior; therefore, we are speaking about a 
commitment to a long-term program. 

PROGRESS IN REDUCING THE RISK OF AI QS AMONG PEOPLE WITH HEMOPHILIA - As a 
result of enormous collaborative efforts between the NHF, the hemophilia 
treatment centers and other public and private sectors, we have made 
substantial progress in reducing the risk of AIOS transmission among 
patients and families affected by hemophilia. Blood donations are tested 
and blood proHucts used by people with hemophilia are now routinely heat 
treated to kill the AIOS virus. Based on these advances, blood products 
used for treatment of hemophilia are now virtually free of HIV 
contamination. 

PROBLEMS IN REOUCING THE RIS K OF AIDS AMONG PEOPLE WITH HEMOPHILIA ANO THFTR 
SEXUAL PARTNERS - Even with an established hemophilia treatment center 
network, the effectiveness of the programs for the prevention of HIV 
transmission has limitations for the following reasons: 

Confidentiality - There are many hemophilic persons, their sexual 
partners, and parents of hemophilic children, who refuse to allow 
testing and counseling to take place until there are laws that 
will protect the privacy of their medical records and prevent 
potential discrimination problems. 
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Pre* and Post-Test Counseling - We are supportive of the 
delineation of the components of the pre- and post-test counseling 
as identified in S.1575. As recommended by the Centers for 
Disease Control (COC), based on input from consultants at several 
I'ecent meetings, wider testing programs must be accompanied by a 
comprehensive counseling program. Therefore, pre- and post-test 
counseling should be considered an ongoing process of education 
and counseling over many years in order to ensuj'e adequate risk 
reduction. Indi^'iduals receiving counseling should include those 
people in stable relationships, single adults, adolescents, and 
children. 

The hemophilia population is experiencing the threat of another chronic 
illness (HIV infection) and in some instances, a terminal illness. Ongoing 
counseling and support needs to be provided to insure the stability of these 
couples/families who are confronted not onlv with behavioral changes 
required for the practice of safer sex but difficult family planning 
decisions as well. 

Also, when counseled on safer sex practices (e.g., abstention and/or 
barrier methods,) single adults are faced with human dilemmas regarding 
their ability to develop intimate relationships and participate in the joys 
of family life. 



Another major concern is hemophilic adolescents and young children 
infected with HIV. They need education and counseling programs tailored to 
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their level of intellectual, cognitive and emotional development. What a 
young child understands and needs to know will be very different for an 
adolescent and adult. Accordingly, pre- and posc-test counseling programs 
need to be developed and in place to deal with these special needs. 
Specialized professional expertise is needed in providing services for 
adolescents. 

Clearly, the education and counseling process will change with age and 
needs to be available over a lifetime. It is not just a matter of giving 
information, but understanding how it is received, interpreted, and 
incorporated into the person's lifestyle. 

CONFIDENTIALITY OF AIDS COUNSELING AND TESflNG - The maintenarce of 
confidentiality is a matter of utmost importance to patients with 
hemophilia, their families, sexual partners, and the hemophilia treatment 
team for several reasons. Inadvertent release of test results is associated 
with risk of discrimination, exclusion, expulsion and quarantine for 
individuals with hemophilia, their sexual partners, and family members. Ihe 
serious consequences of such disclosure could result in Toss of 
insurability, housing, employment and community life for hemophilia patients 
and families. Failure to protect confidentiality to the greatest extent 
possible could result in a patient's decision not to be tested or in a 
treater's recominendat ion not to test for fear of the potential negative 
outcomes of such a decision. Many individuals with hemophilia have alread) 
made such a decision, and many treaters have suggested that individuals with 
hemophilia not be tested, but simply consider themselves antibody positive 
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and exercise the necessary precautions to reduce the risk of transmission to 
sexual partners. 

The problem with such an approach is that since April, 1987. there is 
evidence to suggest that voluntary testing may be benef icial--for the 
purpose of more effective risk reduction counseling and, for identifying 
those individuals who do not have AIDS but evidence of asymptomatic HIV 
infection for experimental therapies. Therefore, we have a situation where 
testing may be beneficial to the hemophilia population; yet many patients 
with hemophilia and treaters are not testing due to fear of breach of 
confidentiality and resulting discrimination. 

In their April 1987 medical advisory. The National Henwphilia 
Foundation recommended that testing be conducted only when the following 
measures are taken: 

A. Signed, informed consent should be obtained, maintained as 
confidential, and secured apart from the medical record. 

B. Results of HIV antibody tests should not be entered in the patient's 
standard medical or out-patient clinic chart unless: the patient has 
AIDS or other important HIV-related illness for which knowledge of the 
result is important to medical management; and patient 1s being treated 
with an anti-HIV agent; or another similar reason. Too many persons 
have access to medical records to guarantee confidentiality. A 
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recently published study from the University of Chicago suggested 
as many as 30 people see a patient's medical record each day in a 
typical medical facility. For that reason, most centers have 
adopted the policy of using numerical codes for samples, and of 
keeping test results in a separate log book or computer file, 
under lock and key. THE MAINTENANCE OF CONFIDENTIALITY IS A 
MATTER OF THE UTMOST IMPORTANCE TO BOTH PATIENT AND THE TREATMENT 
TEAM. 

For persons who may be tested, there must be a plan to provide 
effective information about what the test result does and does not 
mean. The information must be given in complete detail and with 
adequate counseling, repetition and follow-up. Although many persons 
with hemophilia and their family inembers are well-informed, and 
although many such persons appear to take the news calmly and 
philosophically, the degree of anxiety, depression, and the many 
incorrect assumptions which are regularly seen in this setting require 
detection and vigilant attention. Although the initial education 
regarding antibody testing and its results is primarily a medical 
responsibility, the follow-up must be a team effort and will need to hi 
provided by medical, psychosocial, and nursing staff in order to 
be maximally effective. Appropriate jeferral mechanisms for 
patients experiencing greater difficulty should be put in placo in 
advance of implementing ^ broader scale testing program. 
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Attention should be paid to the test system used. When a patient is 
repeatedly reactive with a screening test, Western blot or other 
specific confirmation may be necessa»^y in order to fully exclude false 
positives in a population hejvily exposed to blood products. Likewise, 
patients with negative test results will require additional testing and 
counseling to maintain risk reduction measures until the prevalence of 
false negatives is defined in this patient population. 

Treaters will need to continue to pursue a vigorous program of reducing 
the risks of sexual transmission by HIV antibody-positive individuals. 
Sensitivity to the patient's preference to keep his sex hfe private 
will both foster trust in the caregiver/patient relationship and 
contribute to an accurate assessment of the individual's "safer sex" 
practices. The emphasis will be on education and the use of condoms. 
With rare exceptions, patients should be vigoi^ously encouraged to 
include soxual partners in the counseling sessions. It will also 
continue to be important to offer testing and counseling to spouses and 
sexual partners of persons with hemophilia. Such counseling and 
testing will have increased importance before planned pregnancy and 
post-partum (see Medical Bulletin #36/Chapter Advisory ^^42). The same 
consideration regarding informed consent, confidentiality, record 
keeping and risks oT discrimination apply to spouses arid sexual 
partners of persons with hemophilia. 
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F. Since several recent reports have 'suggested that the abbolute level of 
T4 (helper) lymphocytes is an impoi tant (but non-specific) predictor of 
clinical outcome, treating physicums are advised to investigate ways 
to make lymphocyte subset enumeration available, if not already being 
done. Cohorts of patients with low T4 numbers (e.g. less than 400 
cells/ul) may be those initially considered for treatment with 
experimental anti-HIV agents. As effective drugs with acceptable 
toxicities become available, the absolute T4 number may be an important 
criterion for treatment. 

Passage of S.1575 would help to ensure protection of confidentiality 
which plays an important role in the decision of whether to test. In 
adOition, such protection may help to e.void breaches of confidentiality that 
are either intentional or even accidental due to negligence. 

While this component of the legislation is important, and has the 
support of The National fiemophilia Foundation, it is equally important to 
realize that confidentiality can never be fully protected. The average 
medical record is touched by be ^a'en ?5-30 hospital employees a day. 
Therefore, there is a justification fui requiring that information such as 
HIV test results be kept apart from the standard medical record and 
maintained on an "need to know' basis. Ultimate prutettion of the person 
with hemophilia and their families would be derived from the non- 
discrimination nart of the legisl^'tion prohibiting discrimination as a 
result of HIV positivity or hemophilia 
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The National Hemophilia Foundation also supports the general concept of 
confidentiality and anitdiscnmination as described in S.1575. The National 
Hemophilia Foundation and Hemophilia Treatment Centers are currently 
addressing the issue of conf idential it) and the notification of sexual 
partners. We need to weigh the importance of the confidentiality of an 
individual's test results as opposed to the potential danger posed to an 
uninformed sexual partner. Fvery effort needs to be made to engage HIV 
infected individuals and their sexual partners in the education and 
counseling process in order to minimize the risk of transmission. 
Hemophilia treatment center staff work with the individual with hemophilia 
to encourage them to inform their partner that they are HIV* or are at risk 
for being HIV+. This is a very difficult public health problem which The 
National Hemophilia Foundation is currently addressing. 

DISCRIMINATION -- The National Hemophilia Foundation believes that past and 
present instances of discrimination mandate tiiat federal guidelines be 
enacted to safeguard the rights of people affected by AIDS and HIV 
infection. 

Persons at risk will not avail themselves of pre- and post-test 
counseling programs, no matter who well conceived and no matter how 
accessible, if confidentiality is not assured, thereby eliminating the 
likelihood of discrimination. 
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Our risk red"Ction efforts have revealed that, in the absence of 
uniform confidentiality requirements, breaches in confidentiality invdriably 
lead to discriminatory acts that severely compromise the well being of 
patiei.:«; and their families. Our risk reduction efforts further reveal that 
patients with hemophilia are not as worried about death and dying as they 
are about the social ostracism that befalls them and their families. 
Legislation needs to be enacted that directs organizations (e.g., schools, 
workplace) to react to the medical evidence that AIDS is not transmitted 
through casual contact and therefore not continue to react to unfounded 
fear. Legislation needs to be enacted that prevents local jurisdictions 
from acting out of ignorance and prejudice when national agencies (i.e., 
CDC, iwcional Education Association) have offered guidelines based on 
enlightenment and compassion. 

Let us briefly relate to you some startling examples of how even the 
likelihood of discrimination affects our patt.nts and their families. 

A vocation counselor in a major metropolitan center reports to us that 
many hemophiliacs are lowering their employment expectations. Opportunities 
for promotion are being avoided because frequently performance review is 
accompanied by medical review. Advances i.. hemophilia care have enabled 
patients to be mainstreamed into the work f ,>lg v,ith great success but the 
lack of legal safeguards are causing those ^hc have jobs to guard them 
carefully and not reach for higher goals. 
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An honor student in a public high school in the South recently won 
eppointment to a prestigious, eastern private school summer program. The 
private school, advised that the candidate suffers with hemophilia, required 
that his HIV status be tested. The student and his family declined the 
academic opportunity for fear that a positive test result would be 
disruptive to the student's education; not only the summer program, but also 
his regular fall progrsm ip a state where exclusion has occurred and been 
widely publicized. Here we have a no-win situation--by providing a positive 
test result, he would be excluded from school, and by not providing a test 
resuit, he was not acceptable. In declining the opportunity and thereby 
protecting his confidentiality, this student has accepted limitations on his 
opportunities. We find discrimination not only based on AIDS, but also 
based on HIV positivity and by virtue o^ being a person with hemophilia, 
regardless of positivity. We albo have found disci iminat ion against family 
members of those with hemophilia including widows of AIDS victims, spouses, 
children, and siblings. These individuals should eKo be protected by the 
anitOiscr imination provision. 

The much publicized Ray case illustrates the disruption in family life 
that resulted from a breach in confidentiality that led to discrimination. 
That this family volunteered to have their children tested means little to 
other candidates for testing who see a family shunned from then church, 
their school, their place of employment, and their community. 
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As more and more of the public realizes that AIDS is very much a 
heterosexual ly transmuted disease, will persons with hemophilia and vheir 
families face increasing incidents of discrimination? 

Our experience has shown us, and we share it eagerly with you, that 
current regulations insufficiently protect the child with hemophilia who 
wants to attend school. Current regulations Miadequutely protect the oerson 
with hemophilia who seeks employment, or who ha^ a job but seeks a better 
position. Current conditions are not londucive for encouraging HIV testing 
when laws vary so much among the states, in protecting confidentiality and 
fighting discrimination. 

The National Hemophilia riundation be'ie^cs S.1575 addresses existing 
shortcomings m test ing 'cot>f idcnt .a 1 1 1 y/cl r im ,nct icn issues. We speak in 
support of the bill and its geneial thrust for the following reasons: 

^ FunOs ex 'St fiu ^t\iit^^ cirt- ^'M^tPrs "f^ ,r .i^rsorib wiffi ^^u^r; 

risk for AlOS; 

* Suggests pre- and Post-test^ng cciiiponents known (o be effective in 
risk reduct:on: 

* Offers assuranr(^s o: conf Mie'it !d1 : tv; 
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* Provides protection against discrimination and a mechanism for 
exacting penalties for those who fail to comply. 

NHF appreciates the opportunity to ex^^ress its views on this important 
legislation. We urge the Congress to act expeditiously on it. 
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ATTfCPMEMT A" 



NEW TREATMENT CENTER DATA REVEAL "REMARKABLE" 
HEALTH AND ECONOMIC OUTCOMES 



OimX>ME DATA FKOM 31 DMCH FUNDED 
COMPREHENSIVE HEMOPHILIA CENTERS 
AND THEIR AFFILIATES 



OirwmDiu 

Mo paiicnts seen ai 
pnnuiy centers 

No patients seen ai 
afTiliate centers 

No pai terns receiving 
ref ular cotnprchen< 
sivccare 

No patients on self< 
infusion C'homc care") 

Avenge days/year tost 
from vkcrk or school 

Avvnge hospiUl 
admission/ycar 

Avenge days/year speni 
as inpatieni 

Percent patients witli 
third pany coverage 

Out-of-pocket expense/ 
patient/ycar 

Overall costs of care/ 
palient/year 

Percent une nploycd 
ixiutts 



VrwBcforr TmihWv ftrctt* 

Pntfwn ofPragrtin D«cft**ed 

(1975) (l9tS) (-) 

1.783 5.606 ^214% 

329 I.MI +399% 

1.333 5.683 +326% 

514 2.517 + 390% 

14 5 3 9 -73% 

1 9 0 22 <88% 

9 4 1 6 -83% 

74 93 +26% 

$ !.700» $ 396 -77% 

$31,600* $8,127 -74% 

36 9 4 -74% 



•adjuMcd for 1985 dollars 
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Aonl 16. 1987 

^ WrOHMATION EXCHANOC 

AIDS UPDATE HidicM bulletin i 49 



MEASUREMENT OF HIV ANTIBODY IN PERSONS WITH HEMOPHILIA 

In a previous medical bulletin It was suggested that periodic HIV antibody 
testing In persons with hemophilia was not Indicated, except when performed as 
part of a research protocol or as part of an assessment related to consideration 
of a planned pregnancy. This suggestion was based on the opinion that clinica] 
management decisions would not depend on the outcome of the test; thus the test 
was superfluous. Furthermore, Inadvertent release of test results was (and still is) 
associated with the risk of discrimination, exclusion, expulsion or quarantine. • 

Because of Increasing Information regarding the risks of heterosexual transmission 
of HIV virus, and with the anticipated near-term advent of experimental therapies 
for persons with HIV infection. It n»y now be appropriate to Institute HIV antibody 
testing In groups of persons at risk for HIV infection, including those with hemophilia. 
THE BEST JUDGMENT OF THE TREATMENT TEAM AND THE PATIENT TO BE TESTED (OR HIS FAMILY) 
SHOULD BE THE DETERMINING FACTORS IN WHETHER TO INSTITUTE PERIODIC TESTING. The 
state of the law regarding discrimination and confidentiality in the jurisdiction 
in which the center is located will need to be considered. 

Substantial numbers of anecdotal reports reveal that, for the patient the 
decision-making process, regarding whether or not to be tested, often provokes 
a crisis. Pre-and post-test counseling and available psychological support is 
essential. For the individual who proceeds with testing, counseling support 
must be readily accessible. IT IS RECOMMENDED THAT CENTERS WITHOUT QUALITY PRE- 
AND POST-TEST COUNSELING SHOULD NOT TEST PATIENTS ROUTINELY. If testing is done, the 
following measures are strongly advised as routine and integral parts of the 
testing and counseling program. 

A. Signed informed consent should be obtained, maintained as confidential, and 
secured apart from the medical record. 

6. Results of HIV antibody tests should not be entered in the patient's 

standard medical or out-patient clinic chart unless: the patient has AIDS 
or other important MlV-related illness for which knowledge of the result 
is important to medical management; the patient is being treated with an 
anti-HIV agent; or another similar reason. Too many persons have access 
to medical records to guarantee confidentiality. Most centers have adopted 
the policy of using numerical codes for samples, and of keeping test 
results in a separate log book or computer file, under lock and '<ey, THE 
MAINTENANCE OF CONFIDENTIALITY IS A MATTER OF THE UTMOST IMPORTANCE TO 
BOTH PATIENT AND THE TREATMENT TEAM. 

C. For persons who may be tested, there must be a plan to provide effective infor- 
mation about what the test result does and does not nican. The information 
must be given in complete detail and with adequate counseling, repetition 
and follow-up. Although many persons with hemophilia and their family 
menbers are well intor»ocd. and although many such persons appear to take 
the news calmly and philosophically, the degree of anxiety, depression, and 

..^........c (over) 79.377 220 
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the many incorrect assumptions which are regularly seen in this setting 
require detection and vigilant attention. Although the initial education 
regarding antibody testing and its results is primarily a medical 
responsibility, the follow-up must be a team effort and will need to be 
provided by medical, psychosocial, and nursing staff in order to be maximally 
effective. Appropriate referral mechanisms for patients experiencing 
greater difficulty should be put in place in advance of implementing a 
broader scale testing p ogram. 

0, Attention should be paid to the test system used. When a patient is 

repeatedly reective with « screening test, Western blot or other specific 
confirmation may be necessary in order to fully exclude false positives in 
•« population heavily exposed to blood products. Likewise, patients with 
negative test results will require additional testing and counseling to 
maintain risk reduction measures until the prevalence of false negatives 
Is defined in this patient population. 

E. Treaters will need to continue to pursue a vigorous program of reducing 
the risks of sexual transmission by HIV antibody-positive individuals. 
Sensitivity to the patient's preference to keep his sex life private will 
both foster trust in the caregiver/patient relationship and contribute to 
an accurate assessment of the individual's "safer sex" practices. The 
emphasis will be on education and the use of condoms. With rare exceptions, 
patients should be vigorously encouraged to include sexual partners in the 
counseling sessions. It will also continue to be important to offer testing 
and counseling to spouses and sexual partners of persons with hemophilia. 
Such counseling and testing will have increased importance before planned 
pregnancy and post-partum (see Medical Bulletin I 36/Chapter Advisory # 42). 
The sane consideration regarding informed consent, confidentiality, record 
keeping and risks of discrimination apply to spouses and sexual partners of 
persons with hemophilia. 

F, Since several recent reports have suggested that the absolute level' or" K 
(helper) lymphocytes is an important (but nonspecific) predictor of clinical 
outcome, treating physicians are advised to investigate ways to make 
lymphocyte subset enumeration available, if not already being done. 
Cohorts of patients with low T4 numbers (e.g. less than 400 cells/ul) may 
be those initially considered for treatment with experimental anti-HIV 
agents. As effective drugs with accepuble toxicities become available, 
the absolute T4 number may be an important criterion for treatment. 

IMPORTANT NOTE: THIS STATEMENT SHOULD NOT BE CONSTRUED TO RECOMMEND COMPULSORY 
OR ROUTINE HIV TESTING FOR PERSONS WITH HEMOPHILIA. ITS INTENT IS TO ESTABLISH 
GUIDELINES FOR PHYSICIANS AND CENTERS WHICH HAVE, IN THEIR BEST JUDGMENT. 
DETERMINED THAT PERIODIC TESTING !S APPROPRIATE. 

Attached for your information, u Chapter Advisory # 54 directed to the 
patient population. 

PHYSICIANS: Please distribute this announcement to all providers who treat 
patients with hemophilia in your area. 

CHAPTERS: This Medical Bulletin # 49 is not intended tor distribution to 
your members because the terminology is medically oriented. 
Therefore, attached is Chapter Advisory I 54. which conveys 
essentially the same information in lav lanauaqe. 
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ATTACHMEKT "C" 

HEMOPHILIA 

AIDS Update 

CHAPTER ADVISORY I 57 

AIDS IN THt: SCHOOLS - A HOOEL 



This IS a report of how the small town of Granby, Connecticut dealt with 
the AIDS in the schools issue in a «ost sensitive and appropriate manner. The 
atUched reprint of a story published in The New York Tines is being shared to 
illustrate how school officials, parents and classmates can function during and 
after such a crisis with calm and compassion. This article may be selectively 
used by chapters and treatment centers when there is potential of people becoming 
inappropriatel> alarmed with students in school who have been exposed to HIV or 
contracted AIDS. For parents in a PTA or sitting on a school board, such an - 
article may give cause for reflection before rash discriminatory acts are per- 
formed. It should not be used where the issue does not exist, lest it cause an 
issue to arise. WE ARE MOT RECCmMOiNG GENERAL DISTRIBUTION TO SCHOOL OFF ICIALS. 

^yi-"'^." ^Q™^'^*- piscrimihatioh being a reaii t v a t t he local LEva. m rm 

«^0« LIMITED CIRCULATION UNDER CERTAIN CONDITIONS. TNE Afififtg- 

?^'*!^"^^ ^ THIS material DEPENDS entIrELV Upon VOOft assessment OT UgCTTm- 
CUMSTAHCES. AND YOUR BEST JUDGMENT AS TO HOw TO ABATl UNMAftftANTEDTTAR ST 

The National Hemophilia Foundation (NHF) sUted its position in Chapter 
Advisory # 35 (November 18. 1985) that 'school attendance by children with AIDS 
presents no risks." Medical Bulletin # 31/Chapter Advisory I 36 (November 25, 1985) 
suggested that while such a policy concurs with recommendations of the Centers 
for Disease Control (August 30, 1985 Morbidity and MorUlity Weekly Report) and 
the American Academy of Pediatrics, there can be an expectation of "inappropriate 
school exclusion and isolation in some areas of the country." While such incidents 
have not been widespread, they have and continue to occur. These local develop- 
ments usually capture media attention and often result in hysteria and fear that 
exascerbate the situation. THERE HAS BEEN NO ME DICAL EVIDENCE OR SCIENTIFIC 
INFORMATION TO WARRANT A CHAUGL IN ThE N HF POSI TI ON OH SCHOOL A TT ENDANCE, It is 
inportant that you share local developments with Christopher Whitney, Coordinator 
of Education and Preventive Services of the National Resource «nd Consultation 
Center for AIDS and HIV Infection (NRCC) so that the NRCC can continually monitor 
the AIDS in the schools issue. 

The Granby, Connecticut story illustrates that while school authorities 
wist contend with an outspoken few who promote exclusion of AIDS patients, 
strategies can be enacted to support school officials in responsible decision 
making. This reprint of Michael Winerip's column ("Our Towns" The New York 
Tines, February 27, 1987) further informs on the positive experiences that tooK 
place at Kelly Lane Elementary School. 

The NHF appreciates the cooperation of Mr. and Mrs. Barnoski. Mr. Winerip 
and The Hew York Times in allowing us to share this story. 
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I NEW YORK, NEW JERSEY, COMNECTICVT/FRIDAY, FEBRUARY 27, 1967 



Our Towns 

For a 9'Year'Old- 
Dying of AIi:^,\ 
Acts of Decency 

•y MICHAEL WINEKIP 

t GRANS V, Conn, 
nils IS the story oC • Itttle town that rr 
•ponded with dooMcy «liea oenfroBted with 
AIDS. Not-mfyoM. 9t CBurm, lM( moit o( 
Granby. 

A frr wtft hytiiukaK tfaty would ; 
nmr tend tfittr cMU IB tdiool wtth M AIDS 
chfldL A tew dtflundod IM pc^ccM tttk-fne | 
guartnlMt. A Mr caOtd UN Mteol botrd 
prwldoiit, VIrtMt WWta. «t Imae after mtd- 
pltht«odM>dltie ywPUldp eytBhavtlhtAID$ 
child cducatod otoow how i. ' 

Ihelew wtft iMity. *'TlM few mode us mil- 
€TM»r Mm Wutiui MM, Hie few mod • 
petition drive, tot Pot Suitk, the oupertfv 
tendont, never rooetved tbolrs. He did t<t • 
petMoo from dwee Mpportlni the cMM. ** J toe 
hundreds of kind |tene cnUi^'* uld Mn. 
Wutka. She was scmck by liew nuny elder peo- 
ple -> peepfe ibe wouM hove ihouiht were Mt 
tn'their ways MM ber to aland on fer the 
AIDS chll< ttmt it was the honorable thine. 

On Oct 14. wtien fer tho flfst time since hU 
AIDS was dlasnoeolthkchOd was weOci«ush ! 
to return to sdMol, orOdals waloomed him. All 
atreod the MMitMy or •oraaroM Chris Bsmo- 
tkl -> a bemophfllac Infected (brou|h a blood 
transfusion-- would be kept secret at lone as 
neocssary> 

His first day back, psrenu kept H dUldrm 
out of the Xel^ Lane School. Reporters gath- 
ered out front **au1a dldnt want to look Uke a 
boy refumtat to school,** saM the piindpal, 
Robert Bajta. **He was so brlfht — he only 
took halt his books that day.** He told hU 
teacher that he walked rlfht by the re^rtera 
lUce normt!, so they would not know he wts the 
AIDS boy. 

•The kids were tense.** said Jo Anne Mon- 
roe. Chrls*e teacher. *m>ey knew Chris waa 
comtni back. He came ki and they were stand- 
• tnfki little sTOUps.Solwcniuptohirawl\i}ehc 
' hunt up his coat, put my arm around him and 
aald, *Boy are we tied to have you back.* And 
that wpa It, everyone came Dp to Mm. It was 
their (ood bud^ Chris back.** 

Chria was put Into the first reading and math 
groups — he had always been ki the gtf ted pro- 
tram. A sundout in youth soccer, he ptayvd 
agatn at rrcess He talked of going skiing 

One day. white Chris was out for a checkup. 
She ft Dorf tman. a social worker, spoke to the 
class about A IDS Uter.afewwantedtoulk 
wtih he r alooe. A boy who shared a »nack with 
Chnt yearv ago asked If he would get Al DS. A 
(f rl wondered whtt a 



• funeral was like. 
The more kWs were 

^t^ J «fy protective of 

they talked, Chrls.-* aald Mr. 

. , Barta. -His tumina 

tne more was not good, he 

I would Ui;e.** Once, 

people whenltwasUmefor 

realized the [ awHchfoomsl^^ris 

rightthing : Ouml • trSfuTthe 
4-^ * Peabody Muaeum ki 

lO ao. >lewHaven.tMaatoo 

J a bvKh while the 

' echers aaw dtawsaur 
akefetona. **7hcy kept oomkig back, taUng 
Chrla what they saw.** Mrs. Monroe saM. 

In aocoer. he was no loi^ one of the best 
Some daya ho lost watched. Then he started 



The whofe time, the potMcal fighc contkHied. 
The few wanted g mrsn lnss that the AIDS 
chUd wouMnn to around Mttag everyone. The 
few new tn a tUNM^ expert from No- 
brasU who admitted, lisw presaed, that he 
didn*t know much about AIDS In the class- 
. room. -The mora they tafced.** aald Mrs. 
Wutka. **the more people. riattxed the right 
thing to do.** 

In early November, the board voted 7 to 0 to 
back Mr. Scartk. the superintendent, and 
aQow the AIDS chOd to stay ta school J, I 
waa proud of Oranby,** Mr. Startle aald. 
Throuth weeks e( debate, Mr. Surble had 
never mentioned It pobllcly, but his dat^ter 
Amy was hi Chris's class. 

By raid-November the boycott f Uiled A first 
grader had transferred to a private school; 
one kindergartener was withdrawn. 



Chris's returo to class lasted three we«ks. 
He ooon grew too weak, and was (utotvd at 
home: Feb. 1 1 was his last day of tutoring: 
Feb. I«, Chris died 

HU parentt say they arent ready to ulk, but 
this week they gsve school of f tcUU permission 
to discuss Chris openly for the first ume. 

The dsy after Chris died, the aocUl worker 
returned. She enomraged the studenu to Ulk 
about Chris. Someone remembered how good 
he was at Mad Math FacU to aecond grade. 
SoRMone remerabered how the •first grade 
teacher used to fUcfc water on Chris's head, so 
. Outs woUd crow faster. Mrs. Dorfsraan saM 
tt'a an ' tght to remember bad things, too, and 
one bCY mentkmed the time, to/lrtt trade, 
"when Chris kkked a baO In my stomach." 

Of Chrls'a as cUssmatea. M went to the 
wike. The father thanked the principal for let 
tint Chris go to school "He satd It meant a lot 
to Chris," Mr. BaitM said. 

At the end of "The Brothers Karamatov," a 
young man dies, and his friend, Alyosha, re^ 
mtitds the rest that after a funeral. It la the cut' 
tom to eat pancakes, to bring a llttleof life's 
sweetness up against death, tn thU aplrlt, the 
day after the funeral, the Kelly Lane School de^ 
ddod toglve Chrls'a classmatesa treat Last 
Fjlday instead of work, th^ got to see the lat> 
>e<t Pee-Wee Herman movie, and alt the fourth 
graders laughed, some a little too hard. 
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MIMICAL BULLETIN 131 
CHAPTER ADVISORY #36 



AOOITIOMAL INFORMATION COMCtWIING HMF POSITION 
REGARDING SCHOOL ATTENOAWa BY CHILDREN WITH AIDS 

Recently you receiveo Chapter Advisory #35 (November 18, 1985) detuiling The Njtionil 
hS^* Foundation's (WF) position that "school ntendance by children with AIDS 
ort^ents no risks." Nonetheless, it is expected thit these instances of inappropriite 
Kl exclusion wd isolation will continue in some ireis of the country. When such 
iSsUweririse. it is important that additional Infornation be available to address so«e 
of the concerns that may be raised at the local school board level . /or ttis reason, the 
itt;iched "Recoowendations for Providing Education to Students with AIDS and General 
Jnfo«ation on HTLV-III Infe^.tions - Frequently Asked M^''rK^'wn^^l.r^'^ 
when needed. The -Recowv.ndations- provide the basis froci which the Nove«ber 18. 985 
Advlsorv (#35) was developed. These recommendations are consistentwith recommendat ons 
UsueS bVthe Cmers for 0^^ Control in the August 30. 1985 Morbidity and Mortality 
Weekly Report. 

The attached materials are intended for your infortaatlon and background when and if U 
becomes n^es sarv for specific issues to be addres sed in your local Trca. The ap- 
propnate use ol this^ material <iepcnds en tirely upon your assessment of loca 
circumstances, flnd your best judgment as to how to abate unwarranted fears. General 
distribution of the attached materials is not rccomnended. 

If there are any specific instances of AlOS-relatcd school exclusion or isolation 
practices in your area, please infom Christine J. Eastham, RN. at (212) 219-8180 with 
carefully documented inforaation. 
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THE KATIOKAL HEMOPHILIA FOUMOATION 
RECOMfCHOATIOMS FOR PROVIDING EDUCATION 
TO STUDENTS WITH AIDS 

Reco— endttions in regard to school tttendtnce by children with Acquired Iwnune Deficiency 
5jSSS2(AIDsTfor lo?.l 'Chool personnel hive been prepared by The Nitlonal He«ophil1i 
pSSnSTlon These guidelines are in accordance with those of the Centers for Disease 
cS!?Sl! which are the .ost recent scientific data on AIDS, and have been prepared by a 
panel of 15 experts on AIDS and hemophilia. 

Unlike diseases such as i«asles. Influenza, or polio. AIDS is very difficult to 
trinsiit. He know that the AIDS virus Is transmitted: I) by sexual contact; 2) 
Mhen the virus Is directly Introduced Into the body through injection of virus- 
infect^ blood products, or by the use of a virus-conU«inated needle, and 3) 
iSJSSMldbirth. HTLV-III is the virus known to cause AIDS, which arises because 
thevirus destroys the iMune syste« necessary to fight infections. Host persons 
infe^tS with^ AIDS virus develop antibodies to it (HTLV-III antibody positive) 
And rtmin well. A siall number of people develop symptoms of iivpune deficiency 
and are defined as ARC (AIDS-related complex). A still swUer nuirt>cr of people 
m»y further develop AIDS. 

Mo evidence to date has shown transwission of AIDS through casual contact. There has 
been no eviUo-^c to date that caretakers of AIDS victims or household meiters who have 
shared toilet facilities, eating utensils, bedrooms have been infected. A compilation 
of 390 such individuals shows no infections transmitted by conUcts such as these. 

The AIDS virus is fragile; I.eat. ordinary household bleaches, soap and usual dis- 
infectants quickly kill the virus. 

The following reco«»ndations should apply to all children who are well enough to 
attend school or kindergarten. They are intended to provide school personnel with 
a framework for the development of programs to meet the needs of all children for 
whom the public schools are responsible. 

1 As a general rule, a child with HTlv-III infection should attend school in a 
regular classroom setting with the approval of the child's physician and 
should be considered eligible for all rights, privileges and services provided 
by law and local policy of each school district. 

2 The school nurse could function as: (a) the liaison with the child's physician 
* or hemophilia center; (b) the child's advocate in the school (i.e. assist in 

problem resolution, answer r«estions); and (c) the coordinator of services 
provided by other stiff. 

3 In the U S A the tajority of children with hemophilia are provided comprehensive 
care by a hemophilia treatment center. It is appropriate for the school pro- 
viding education to children with hemophilia to set up active communication 

with the hemophilia center or the private physician who will provide necessary 
medical support and information relevant to each child. 
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The school should respect the right to priv^icy of the individual; however, for 
2^ proSctioTof the diild with AIDS. tr*.ns«itting the knowledge that the child 
h« AIDS shoSld be considered for those persons with a direct need to know (e.g 
nrlnc Ml school nurse, and/or child's teacher). Those persons way be provided 
Sith wriprU?e informition concerning such precautions as may be necessary and 
should be aware of confidentiality requirements. 

5 Circumstances under which some children with AIDS might appropriately be excluded 
from V^gular school attendance have been outlined by the Centers for Disease 
Control : 

"For some neuroloQically handicar^tio children who lack control of their 
t>oZ s^?ioJ^ 0? who display behavior, such as biting and those ch Idren 
who have uncoverable. oozing lesions, a more restricted environment is 
advisable until more is known about transmission in these settings . 
( MMWR . Augus*. 30. 1985). 

6. Each removal of a child with AIDS from normal school "tendance should be 
reviewed by the school medical advisor in consultation with the student s 
physician at least once every month to determine whether the condition pre- 
cipitating the removal has changed. 

7 A child with AIDS, as with any other innunodeficient child, may need to be 
temporarily c^^^id from the classroom ir his/her own protection when cases 
of measles, chicken pox. or other illnOi ^resenting a hazard to the child 
are occurring in the school population. This decision should be made by the 
child's physician and parent/guardian in consultation with the Fchool nurse 
and/or the school medical advisor. 



enerally require that school children be routinely immunized aga nst 
of diseases (e.g.. measles, polio). The status of giving such live 
unization remains unclear at this time for imtnunosuppressed chi Idren; 



School s general 
a variety of 

ther^fonT^^thrneed^ f be discussed with the child's own 
physician. 

8 Realizing that questions concerning hygiene are being raised in the public 
setting, we reconriend. in concordance with the Centers for Disease Control 
(CDC), that coOTTwn-sense hygiene maneuvers be applied. 

"Because other infections in addition to HTLV-III can be present in 
blood or body fluids, all schools and day-care facilities, regardless 
of whether children with HTLV-III infection are attending, should adopt 
routine procedures for handling blood or body fluids. Soiled S'jrfaces 
should be promptly cleaned with disinfectants, such as household bleach 
(dilute 1 part bleach to 10 parts ».ater). Disposable towels or tissues 
should be used whenever possible, and mops should be rinsed in the dis- 
. infectant. Those who are cleaning should avoid exposure of open skin 
A . lesions or mucous mefrbranes to the blood or body fluids . (JJWK. 
' "August 30. 1985). 

9 AIDS IS a sexually transmitted disease (STD). For this reason, it is important 
that the STD aspeas of AIDS be included in the health education curriculum. 

at both junior high school and high school levels. 
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Ajt«ch«ent •£" 

^ HEMOPHILIA 

Augu«t 31 > 1987 g#OiMAT10W IXCMANC t 

AIDS UPDATE 

l^ibr^ i_ MEDICAL BULLETIN # 55 

CHAPTER AOVISORy 9 oO 

(Th« following is a atateaent prepared by The National 
HeMophilia Foundation in response to the events of laat week Involving 
the Ray fa«lly of Arcadia, FL. If local aedla contact you in thla 
regard, fael free to share this stateaent with thea and to refer them 
to NHF for further Inf oraat ion . ) 

Tdr sTATMorr om rat family tragkdt 

The National Hemophilia Foundation abhors the senseless 
violence recently proaulgated against the Ray family in Arcadia, PL 
Three innocent children with hemophilia have been victiaized by 
hysterical and misinformed individuals These children have been 
exposed to the Human Immunodeficiency Virus (HIV) through blood 
products used several years ago but show no signs of AIDS and 
certainly pose no rislc to those with whom they come in contact. 

Even if the children Involved did have AIDS (which we kt w 
they do not), we know that the AIDS virus can be passed to another 
person only In three ways by blood transfusion (or shared needles by 
IV drug abusers), by repeated intimate sexual contact; and by 
transmission from an Infected mother to her child in the uterus dur "j 
pregnancy. None of these routes is applicable to these children. 

It Is for this reason that the Centers for Disease Control, 
the National Institutes of Health, the American Academy of Pediatrics, 
the Surgeon General of the U S. Public Health Service, and oth.T 
public health officers throughout the United States have urged that 
children with AIDS should stay In nchool , Again, however, the thre^ 
children involved in this def;picable episode of violence do not have 
AIDS. 

After eight years of the presence of AIDS in the United 
Ststes, with the last four year? In epidemic proportions, NOT ONK 
SINGLE CASE HAS BEEN ACQUIRED IN IHE SCHOOLROOM. Vet three children 
who do not have AIDS, but who may have been exposed to it In the past, 
have now had their lives adversely afft^cttd for the third time. ( TJie 
first adverse effect occurred when they were Innocent victims of a 
possibly tainted blood product on which they depend for theii lives, 
the second when they were Irrationally barred from church and school 
in an atmosphere of ignorance and hysteria. and the third and most 
tragic, when they and their parents lost their home and all their 
belongings when their home was burned m a suspicious lire.) 

(Con t Inuod ) 
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Wtf •upport* th« lUiy fully** requ««t for • full justice 
4«p«rta«nt lnv««tlo«tlon. NHV will continue to vigorously promote the 
•Xpftiislon of public education proyrase that pree^nt ell of the facte 
on AIDS, ao that eplaodee such thle will not occur. He will aUo 
continue to lobby for more federal eupport for reeearch proyraae, and 
for appropriate leglelatlon which will prohibit dlecrlalnatlon. 

A fund In eupport of the Ray faally and their children hae 
been eetabllehed In Florida. Donatione be eent to: Ray Faally 
Aealstance Fund, c/o Peeplee* larl, (k Blank. 1225 second Street » 
Saraeota. FL 34236. 

Phyeiciene! Please distribute this announcenent to all provldere who 
treat pstlsnts with henophllla In your area. 

Chapters: Pleaee dletrlbute this snno' ncesent to your yenersl chsptor 
seaberehlp ae you conelder appropriate. 
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AIDS and People o£ Colo rt The Discr iminatory Impact was 
first written in the summer of 1986. In part it was a reaction 
to the wealth of information and multiple issues raised at the 
-AIDS and the Black Community" conference held in Washington, 
D.C. m July, 1986 (a ^oint effort of the Public Health Service 
and the National Coalition of Black Lesbians and Gays). In the 
last year many others have w itten on the subject. This updated 
report attempts to incorporate new information on the topic. 

AIDS continues to touch the lives of so many of us and 
continues to have a disproportionate impact on people of color. 
For this reason, the AIDS Discrimination Unit of the New York 
City Commission on Human Rights believes that thP focus on AIDS 
and the minority communities must continue to be a priority. 

There is indeed a second epidemic: it is one of fear* 
prejudice and discrimination. A grasp of the basic human rights 
issues permeating this epidemic is imperative if effective, 
culturally sensitive [xslicy and educational materials are to be 
developed . 

People of color, already burdened by a history of racism and 
economic disparity, have borne a tremendous share of the AIDS 
ot-isis. In the V.S., t:a. .lat: lar^jely been due to tne tragic 
inroads drug addiction has made into some, often poorer, minority 
communities. Dra.js have been shown to be a symptom of the 
effects of urban poverty and opptession. This helps us to 
understand the higher incidence ?e intravenous drug use within 
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some Black and Hispanic^ conununities. But, as with most modes of 
HIV transmission, it is behavior - in this case the needle- 
sharing associated with intravenous drug use - not one's race or 
ethnicity, that is the operative risk factor. Unfortunately, 
people of color have at times suffered both indifference and 
stigmatization during the AIDS epidemic (e.g. as the "invisible" 
component of the gay community, or as the Afro-American or 
Haitian labelled "AIDS carrier" in the media). 

The issues, like the communities of people affected by AIDS, 
overlap. To enable the reader to obtain a clear understanding of 
the many separate, yet related aspects of the second epidemic of 
fear and prejudice, this report is broken into the following 
cateij>ries: women; IV drug users; prisoners; men who have sex 
with men; testing and stigma; children; and future projections. 
Human rights advocates and public health officials must meet the 
challenge of integrating these sometimes divergent concerns and 
communities in order to develop an effective response to AIDS and 
AIDS-related Discrimination. 



^ For purposes of this report, the term Hispanic is being 
used to apply to Latino/a, Chicano/a and other Spanish-speaking 
communities. 
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introduction 



The New York City Commission on Human Rights has 
been dealing with the AIDS crisis since 1983 when 
an Hispanic grandmother contacted the Commission* 
Her daughter hacl jupt died due to AIDS complica- 
tions and had Icfft behind severaJ young children* 
The grandmother had been unable to find a single 
funeral home that would arrange a burial for her 
daughter nor had she been able to find anyone will- 
ing to help care for the children— no foster home, 
home care agency, family or friends would offer 
assistance. This is only one example of the dis- 
crimination brought on by the stigma associated 
with AIDS. 



Many people continue to believe that AIDS is a disease which 
primarily afflicts white, gay men. This assumption is not only 
incorrect, but dangerously misleading. 

In New York City, 55% of all persons with AIDS are Black or 
Hispanic. 2 This figure is greater than the 44% population 
figure for Blacks and Hispanics living in New York City. 3 on 
the national level, the statistical gap is even wider: while 
Blacks comprise only 12% of the total population, more than 24% 



^ New York City Health Department, AIDS Surveillance Update , 
June 24, 1987. Of the 10589 reported AIDS cases, 3297 (31%) are 
B*ack, 2534 (24%) are Hispanic, 4694 (44%) are White and 64 (1%) 
are Other (Native American, Asian etc. ) or of unknown origin. 



^ Information from the 1980 
Department . 



census. New York City Health 
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of those with AIDS in the United States are Black. 4 Similarly 
Hispanics, who comprise only 6% of our national population, 
represent 14% of all people with AIDS in the United States. 5 

The results of recent testing for antibodies to HIV (Human 
Immunodeficiency Virus, formerly known as either HTLV-III or LAV, 
and generally accepted as at least a primary cause of AIDS) among 
applicants for military service reflect the disproportionate 
impact on Black Americans: more than three times as many Black 
applicants test positive for HIV antibodies than do white 
applicants - 3.9 of every thousand Black male and female 
applicants test positive, compared with only 0.9 out of every 
thousand white male and female applicants. 6 

Also startling are statistics that indicate that while the 
average life-span of a white person with AIDS in the United 
States is 18-24 months, the average person of color with AIDS is 



4 Centers for Disease Control, AIDS Weekly Surveillance 
Report , United States AIDS Program, Center for Infectious 
Diseases, July 6, 1987. See also: R. Selik, et.al., "Relative 
Risks of AIDS for American Blacks and Hispanics," TP. 88, poster 
presentation at Third International Conference on AIDS, June 1-5/ 
1987, Washington, D.C., see also: "Acquired Immune Deficiency 
Syndrome among Blacks and Hispanics — United States," Morbidity 
and Mortality Weekly Report , Vol. 35, No. 42, October 24, 1986. 

5 Id. 

^ D. Burke, et. al., "Human Immunodeficiency Virus 
Infections among Civilian Applicants for United States Military 
Service, October, 1985 to March, 1986," The New England Journa l 
of Medicine , Vol. 317, No. 3, p. 131, July 16, 1987. Study based 
on 306,061 recruits screened. See also: "Trends in Human 
Immunodeficiency Virus Infection Among Civilian Applicants for 
Military Service — United States, October 1985'December 1986," 
M'^ rbidity and MOttalitv Weekly Report f Vol. 36, No. 18, May 15, 
19877 
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expected to Uve only seven .onths. 7 „hy7 This disparity is 
attributable to a nu.ber of factors, it has been suggested that 
Kaposi's sarcoma, which strides white people „ith AIDS „uch ™ore 
frequently than Blac. and Hispanic persons with .los, and carries 
with It a n.ore optimistic prognosis, accounts for some of the 
difference in life spans. 

Another factor affecting the lifespans of these different 
groups .ay revolve around the higher percentage of intravenous 
drug users within the group of BlacK and Hispanic persons with 
AIDS. IV drug users .ay tend to put off seeking medical help 
longer than others. There are also sociological factors 
-volved. one factor is that more Blac. and Hispanic persons are 
unemployed or underemployed than Whites. People in this 
situation may not have access to workplace-funded medical 

situation may thus have to rely on hospital emergency roo.s for 
medical care. Consequently many people of color are, for a 
variety of reasons, neither diagnosed nor treated for aioS- 
related conditions .ntil the disease reaches an advanced stage 
"ence, an historical problem - the absence of proper medical care 
for racial and ethnic minorities and the poor - has critical 
implications in the AIDS epidemic. 



Conversation of July 28. 19R7 in, ^ 
Chief Of infectious Di3easL?^•J:rd•u;:^^e^s^^^y^^^^;,^,^— 
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Stlqaa and Designated Risk Groups 

The stigma connected with AIDS has combined with already 
existing prejudices in our society to produce widespread 
discrimination against those who have the disease as well as 
those associated with AIDS m any way. Thus people with AIDS, in 
addition to coping with a catastrophic illness* often face 
abandonment by family and friends* the loss of their jobs and 
health insurance and eviction from their homes. Many are denied 
critical services such as transportation by ambulance* or emer- 
gency medical and emotional care. The range of discrimination 
suffered by this group is phenomenal. 

Additionally* there is an ever growing group of people who 
do not have AIDS but who are nevertheless targeted for AIDS- 
related discrimination: those who are perceived to be "AIDS 
risks". This group includes IV drug users* homosexuals* 
prostitutes* Haitians* homeless men and women* the poor* racial 
and ethnic minorities* people who test HIV positive and anyone 
who loves and cares for people with AIDS - family members* health 
care workers* spouses* lovers* children and friends of the person 
with AIDS. 

Initially* persons whose behavior put them at a risk for HIV 
infection were categorized on the basis of "risk qroup" rather 
than "risk behavior." Unfortunately risk definition based upon 
identity has caused confusion and discrimination. Persons who do 
not identify themselves as members of a "risk group" (i.e.* men 
who participate in sexual activity with other men but do not 
identify as gay or homosexual* recovered IV drug users, 

8 
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transfusion recipients, women who are infrequent participants in 
sexual activity with men, etc.) may not realize their past or 
intermittent behavior put them at risk of HIV infection and so 
may not respond to educational efforts or follow risk reduction 
guidelines. The world Health Organization and the New York City 
Health Department have revised their risk categories to more 
precisely reflect risk behavior. Unfortunately, the media has 
not responded accordingly. The original "risk group- 
categorization has led to stigmatization of those who either are 
members of or are perceived to be part of these "groups" 
(homosexuals, Haitians, prostitutes, etc.). 

Too often in discussions of public policy related to AIDS, 
we hear that human rights and public health are in conflict. 
This creates a false dichotomy. In the midst of something as 
dire as an epidemic, drastic public health measures may be 
necessary. But where fundamental constitutional rights are at 
stake (liberty, freedom from unlawful searches [blood tests], 
privacy), public policies that intrude upon these rights must be 
shown to be sound (meaning that they are necessary to serve 
•compelling" governmental interests). 8 Given the nature of the 
AIDS epidemic, good public health policy must consider civil 



Public health measures may also be suh-ipct ^n 
The Key is whether the proposed policy actuall y does (or will) 

Uecember, Hs ff' "^"^"^^ Report Special Supplement, 
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rights because the epidemic will be driven further underground if 
we don't protect these rights. Where widespread st igmatizat ion 
and discrimination exist, all people, and especially those we 
most want to reach, are understandably reluctant to seek needed 
information, diagnosis and treatment. Public health officials, 
including Surgeon General Koop, have noted that the stigma and 
discrimination associated with AIDS are among the biggest 
impediments to implementation of an effective public health 
program to combat AIDS and HIV transmission. Public health and 
civil rights are natural and necessary allies in the fight 
against AIDS. 

IV Drug Osers 

in New York City, IV drug users constitute 30% of all adult 
metropolitan AIDS cases as of June 24, 1987.9 (An additional 5% 
of adult metropolitan AIDS cases were men who both used IV drugs 
and had unprotected sex with other men.) 10 While drug users come 
m a variety of racial, ethnic, sexual and economic groups, it is 
known that Blacks and Hispanics comprise a large percentage of IV 
drug users with AIDS. Current statistics indicate that 81% of all 
IV drug users with AIDS m the United States are Black or 



9 N^- City Health Department, AIDS Surveillance Update , June 
24, 1987. 

10 
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Hispanic. 11 

New data suggests t>at the current case definition of AIDS 
used by the Federal Centers for Disease Control may not 
accurately reflect the prevalence of HIV infection among IV drug 
users. 12 Since 1981, iv drug user deaths in New York City hive 
increased dramatically — an average of 30% each year. 13 The New 
York City Health Department has conducted several investigations 
to study this trend and they have concluded that the increase in 
mortality among IV drug users is caused by HIV-related disease 
which does not qualify as AIDS under the CDC definition. They 
believe these severe manifestations of HIV infection are 
underestimated among IV drug users by a factor of 50 to 100%. 14 



11 Centers for Disease Control, AIDS Weekly Surveillance 
Report, United States AIDS Program, Center for Infectious 
Diseases, July 6, 1987. Of the 6164 cases reported among IV drug 
users, 3126 (51%) are Black and 1827 (30%) are Hispanic. 

12 B. Truman, et. al.. New Yock State Dept. of Health, 
"Surveillance lor HiV-related disease that does not meet the CDC 
AIDS Case Definition: Upstate New York," WP.61, poster 
presentation at Third International Conference on AIDS. See 
also£ s. Weiss, et. al., "Mortality, AIDS Incidence and 
Immunologic Abnormalities Among Intravenous Drug Abusers (IVDA) 
m New York City (NYC) j A 5-Year Prospective Study," TP. 87, 
poster presentation at Third International Conference on AIDS. 

13 Joint Subcommittee on AIDS in the Cri*-'. .al Justice System 
of the Committee on Corrections and Committee on Criminal Justice 
Operations and Budget of the Association of the Bar of New York, 
AIDS AND THE CRIMIN AL JUSTICE SYSTEM; A PRELIMINARY REPORT AN D 
RECOMMENDATTOfS, June 12, 1987, pp. 8-9; See also, NYC Dept. of 
Health, Increasing Mortality in Intravenous Drug Users: Its 
Relationship to the AIDS Epidemic in New York City", 5 City 
Health Information No. 13, 2-3 (Special AIDS Issue No. TTAugust 
13—27 , 1986 ) . 

1^ Conversation with Dr. Rand Stoneburner, New York City 
Health Department, July 30, 1987. See also : AIDS AND THE 

CRIMINAL JUSTICE SYS TEM: A PRELIMINARY REPQRT" ANn 

RECOr^MENDATIONS, op. cit^ 
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Classification becomes an issue when attempting to obtain 
many social service benefits. In order to qualify for 
accelerated SSI and Medicaid payments, for example, individuals 
who are ill with HIV-related infections must rac^t the CDC case 
definition of AIDS. If an individual does not meet the CDC case 
definition of AIDS, he or she may wait up to two years to qualify 
for and obtain benefits. It is unlikely that a person who is too 
ill to work due to HIV-related illness will live through the 
waiting period. 

There are an estimated 250,000 IV drug users in New York 
State, 200,000 of whom live in the New York City metropolitan 
area. 15 Although there are over 200 drug treatment programs in 
New York City, 16 the New York State Division of Substance Abuse 
Services reports there are 1,724 pe.jons on the waiting list for 
residential, drug-free (non-roethadone) treatment programs. Th<»:e 
are 353 persons on the waiting list for methadone mainten5,nce 
programs. 17 iv drug users seeking treatment in NYC may w^it from 



15 id^ at 5. 

1^ Telephone conversation, July 23, 1987, with Alan Kott, 
Assistant Deputy Director of Substance Abuse and Evaluation, New 
York State Division of Substance Abuse Services. 

17 Id. 
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three weeks to six months before admission. iB Complicating 
matters* some of these treatment centers refuse accept into 
their programs persons with AIDS or ARC or those who test HIV 



treatment programs require potential residents to "prove" they do 
not have AIDS by tes^-ing HIV negative. 



AIDS is also a women's issue. It has a particularly 
devastating impact on women who have the disease themselves or 
who havp childreii. or other family members who have AIDS or l>ve 
in communities beset by the disease* and who care for the people 
who are sick with the manifestations of HIV infection. 

Women are most often the caretakeis of the family and of the 
sick. Consequently, when a woman becomes ill or dies* 
particularly in poverty-stricken communities where women are 
often the economic base as well* the whole fabric of family and 
extended community can be shaken. Volunteerism is increasingly 
seen as the answer to the escalating cost of caring < r those 



18 In a telephone conversation on July 27, 1987* Bill 
Griffin, Regional Supervisor* Contract Management* NY State 
Division of Substance Abuse Services* stated that the average 
wait for entrance to a residential drug-free program was three 
weeks. In a telephone conversation on July 23, 1987, John Kemp* 
Di'-ector of New York State Division of Substance Abuse Services 
Brief Therapy Center* stated that In his personal experience* the 
waiting time for treatment in Ne ^rk City varies from 'Overal 
weeks to three months or more. /• jlephone call to Beth *srael 
Medical Center revealed that they run 23 outpatient drug 
treatment programs. The wait for treatment in some of th^^ 
programs is three to six months. (Telephone conversation with 
Frank King* IntaKe Coordinator* July* 1987) 



positive. Reports have come to the Commission that some drug 



ftoaen 



13 





175 



with AIDS and ARC. However, the enormous burden this illness 
already places on those communities with the least support and 
resources to handle such a crisis must be recognized. 

Women also remain critically uninformed about how to protect 
themselves from AIDS. As of June 24, 1987, women constituted 
10.4% (1096) of the reported AIDS cases in New York City. 19 Out 
of this total, 84% are women of color. 20 while 61% of these 
women state that they have used IV drugs, 22% contracted AIDS 
through sexual activity with a partner who was infected with the 
HIV virus (generally through IV drug use). 21 Nationally the 
number of cases of women with AIDS reported to the Centers for 
Disease Control has increased more than fifteenfold from 162 in 
the end of 1983,22 to 2569 as of July, 1987.23 it is projected 
that by 1991 AIDS will be the largest killer of women of 
childbearing age in New York City. According to the Centers for 
Disease Control, because of IV drug use and the incidence of HIV 
infection within some Black communities, statistically a Black 
woman is 13 times more likely to have AIDS than a White woman. 



^9 New York City Health Department, AIDS Surveillance 
update , June 24, 1987. 

ii« This number includes: 560 Black women (51%), 352 
Hispanic women (32%), and 4 women (1%) whose race is other or 
unknown. 

21 Id^ 

22 Guinan and Hardy, "Epidemiology of AIDS in Women i'> the 
United States, 1981 Through 1986,^" Journal of the American 
Medical Association , Vol. 257, No. 15, pp.2039, 2040, April 17, 
1987. 

23 AIDS Weekly Surveillance Report , op. cit. 

14 



ERIC 



176 



For the same reasons (incidence of HIV infection within 
communities hard hit by intravenous drug use) an Hispanic wu.aan 
is 11 times more likely to have AIDS than a white woman. 24 

Unfortunately r it is difficult for a woman to determine 
if her inale sexual partner is at risk or is HIV positive. The 
stigma of a man's admission that he is bisexual or has engaged in 
homosexual activity and the difficulty in determining if a sexual 
partner has been an occasional IV drug user serve to make risk 
factor identification elusive. Therefore use of condoms as a 
precaution is imperative for women whose partners may be at risk. 
In addition, many men (recovered drug users, infrequent 
participants in homosexual activities, blood transfusion 
recipients, etc.) may truly be unaware that they are HIV carriers 
since the majority of such persons may remain without symptoms of 
AIDS-related illness for months or years after infection* 25 

Historically, women have often been blamed for the spread of 
sexually transmitted diseases. 26 Both the media and leading 
researchers improperly lump together discussions of sexually 



2* "Acquired Immune Deficiency Syndrome (AIDS) anong Blacks 
and Hispanics — United States," Morbidity and Mortality Weekly 
Report , Vol. 35, No. 42, October 24, 1986. See also ; Richard 
Goldstein, "AIDS and Race," Village Voice , Vol. XXXII, No. 10, 
March 10. 1987, p. 23. 

25^ee. "provisional Public Health Service Inter-Agency 
Recommendations for Screening Donated Blood and Plasma for 
Antibody to the Virus Causing Acquired Immunodeficiency 
Syndiome,' Moibidity and Mortality weekly Report , vol. 34, No. 5, 
**, 1985. 

2^ Allan M. Brandt, No Magic Bullett A Social Hisuory of 
Venereal Disease in the United States Since 1880 , Oxford 
University Press, 1985. 

15 
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active women, prostitutes and IV drug users — as though all 
sexually active women are prostitutes, and all prostitutes are IV 
drug users. Race or sex stereotyping about drug users, 
prostitutes, sexually active women and poor women only compounds 
the problem. 27 

Women in need of medical care or information regarding 
reproductive care are highly vulnerable to abuse, and issues of 
informed choice, confidentiality and informed consent at such a 
time become quite serious. Women of color and poor women in 
general are subject to situations with far reaching complicatior.o 
when seeking medical help or prenatal care. It has been alleged 
that in certain parts of the country women are routinely screened 
for HIV antibodies with neither their knowledge nor their 
consent. Talk of the mandatory sterilization of, or abortions 
for, the seropositive women thus identified has made the rounds 
of "health committees* nationwide. These recurring indications 
of disregard for the rights of women are quite alarming. 



For further discussion see ; p. Alexander, "Prostitutes 
are being ocapegoated for Heterosexual AIDS", Sex Work , Cleis 
Press (1987;, p. 248; P. Maher and A. Tallmer, "The Typhoid Mary 
Debate", Thr Connection , September 2, 1985, p. 26. These 
articles point out that undue attention has been placed on 
prostitutes (sex industry workers) as a "risk group" for AIDS. 
At least in the U.S., this focus is misleading and stigmatizing. 
In almost all instances where a woman who had worked as a 
prostitute test.^ antibody positive, she has reported a recent 
history of intravenous drug use. Prostitutes that do not use 
intravenous drugs (estimated to be the vast majority (85-90%!) do 
not appear to be testing HIV antibody positive at a rate higher 
than other sexjally active womor Interestingly, many studies 
indicate that most prosf: ;,iccs: I'r. finely use condoms (and have 
for years) for all sexji?.l corta'.... with customers. Intravenous 
drug use, certainly a fa;q,*if fc cisk behavior, is often 
eclipsed. Instead, the empbcsis is infippropriately placed on 
prostitution. 
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Teenagers and Children 

The high rates of pregnancy and sexually transmitted 
diseases among minority teenagers are irrefutable. 28 This has 
tremendous iraplications regarding ♦-^e spread of AIDS. Even if 
these young women use birth control methods such as the pill or a 
diaphragm and thus feel "safe" they remain at risk for sexually 
transmitted diseases, including AIDS. Because the HIV virus is 
definitely known to spread to women through vaginal and anal 
intercourse, generalized use of condoms must be encouraged. 29 
AIDS education aimed at young men and women has been undertaken 
by both the City and community groups; but it is likely that even 
greater efforts must be undertaken. The HIV virus is not willing 
to wait for the community's timely response; it is spreading now. 
In New York City today, AIDS is the fourth leading cause of death 
for young women from ages 15-24.30 To fail to address these 
issues is to ensure that more children and teenagers will become 
infected and die of AJDS-related causes. 



28 According to the New York City Health Department, there 
were 13,168 live births to young women under the age of 20 in 
1986. Of this number, 6251 (47.5%) were Black, 5269 (40%) were 
Hispanic, 1504 (11.4%) were White and 144 (1%) were American 
Indian, Chinese, Filipino or "other non-white." 

29 c. Everett Koop, Surgeon General^s Report on Acquired 
I mmune Deficiency Syndrome , October, 1986. See also : Constance 
Wofsy, Editorial, "Human Immunodeficiency virus in Women," 
Journal of the American Medical Association , vol. 257, No. 15, 
pp. 2074, 2076. 

30 Telephone conversation with Dr. Singh, (July, 198/) New 
York City Health Department, Bureau of Health and Statistics 
Analysis. 
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As AIDS spreads in the adult population* the i-npact on ou: 
next generation is already apparent. Between June 1981 and July* 
1987, 525 cases of children with AIDS (ages 0-12) were reported 
to thP National Centers foe Disease Control. Of this nun^ber 414 
(79%) are children of color. 31 in New York City there are 187 
children known to have AIDS - 90% are Black or Hispanic. 32 NYC 
Department of Health estimates indicate that m 1987 alone/ 
approximately 1200 children nay be b^rn with HIV infection. 33 
According to Centers for Disease Control figures/ a Black child 
ir 15 times more likely to be born with AIDS than a White child 
and an Hispanic child is 9 timeu more likely to be born with AIDS 
than a White child. 34 

Some of these children will develop AIDS and die in infancy, 
but most will not. Problems abound for the child who is seen by 
others as an AIDS risk. The Commission has received reports that 
even the b^althy children of people with AIDS were denied 
housing, expelled from school and refused public services. What 
will become of children with AIDS or children who have the HIV 
virus? Will thay be able to obtain foster care? Finding foster 

31 280 (53%) are Black; 130 (25%) are Hispanic; and 4 (1%) 
are other or unknown. AIDS weekly Surveillance Report , op.cit. / 
July 6, 1987 

32 107 (57%) are Black; 6*2 (33%) are Hispanic; and 18 (10%) 
are White. New York City Health Department, AIDS Surveill ance 
Update , June 24, 1987. 

33 Conversation with Dr. Polly Thomas, New Yoik City Dep't 
of Health, August 4, 1987. 

3* "Acquirtid Immune Deficiency Syndrome {AIDS) Among Blacks 
and Hispanics— United States," Mor bidity and Mortality Weekly 
Report , Vol. 35, No. 42, October 24, 1986. 
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care for any child is a difficult task; it is much more difficult 
for the child with AIDS. And what of schooling?35 the City 

be able to continue to check the public's fears or will AIDS 
panic go on to foster quarantine, tattoos and confinement for 
tnis vulnerable segment of society? 

The recent fire-bombing of a proposed home for "boarder 
babies" in New York's Queens County suggests that AIDS fear and 
racial bias may represent a growing problem m some communities. 
In New York City many children with AIDS, though not acutely ill, 
spend extended periods of time, in some cases their whole lives, 
in hospitals. Some are still too ill to go home, others have no 
home because their parents have died from AIDS. It has proven 
almost impossible to find foster placement for HIV-infected 
children. 

Prisoners 

The vast majority ' f prison inmates are racial and ethnic 
.minorities and 60% of the inmates in New York State prison 
facilities acknowledge a history of IV drug use. 36 As of January 
15, 1987, AIDS was the leading cause of death m New York State 



35 The City of New York successfully defended the rights of 
children with AIDS to attend public school. District 27 
Community School Board v. Board of Education , 130 Misc. 2d 398, 
502 N.Y.S. 2d 325 (Queens Co. 1986). 

36 According Steven Del Giacco, Public Information Director 
at the New York State Commission of Corrections, there are 40,000 
inflates in New York State prison facilities. As of September, 
1986, 50% art: Black, 28% are Hispanic, and 22% are white and 
other. (Conversation of July, 1987) 
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prison facilities, causing more than 50% of the deaths. 37 Here 
too the HIV virus may be spreading38 as these men and women have 
sexual relations and use IV drugs while incarcerated. In 
addition many inmates have spouses who, through conjugal visits 
or sexual relations after prisoners are released, are directly 
affected and placed at risk of contracting AIDS. While the 
Commission in no way advises against conjugal visits, it is 
obvious that prisoners and those who may be sexually active with 
prisoners must receive education about AIDS transmission and have 
access to condoms. NYC's Health Commissioner, Dr. Stephen 
Joseph, in an effort to stem the tide of HIV transmission within 
the prison system, has publicly called for the distribution of 
condoms to prisoners. 



Men who are sexually active with other men 

Of the 5,885 homosexually active men who have been diagnosed 
with AIDS in New York City, 35% (2,041) are racial minorities. 



Approximately half of the inmate AIDS cases in federal 
and state prisons occurred in KY State prison facilities. As of 
January 15, 1987, of the KY State prison cases, 335 (97%) are 
male, 12 (3%) are female; 46% are Hispanic, 39% are Black, and 
14% are White. D. Norse, et. al., "AIDS in New York State Prison 
Inmates,* THP.70, poster presentation at Third International 
Conference on AIDS. 

38 In 1985 there were approximately 30+ inmates with AIDS 
at any given time, while in 1986 that number jumped to 50+ 
inisates with AiuS. 'rne upward trend has continued. In 1&67 
there are 80+ inmates with AIDS at any given time. Steven Del 
Giacco, Public Information Director at the New York State 
Commission of Corrections reports that in the New York State and 
City prisons and jails and the county jails there were 23 inmate 
deaths from AIDS in 1983, 68 AIDS-related deaths in 1984, 107 
AIDS-related deaths in 1985 and 146 AIDS-related deaths in 1986. 
(Conversation of July, 1987) 
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primarily Blacks and Hispanics.39 of an additional 489 men who 
were both sexually active with other men and used intravenous 
drugs, 61% (296) are men of color. 40 Nationally, of Black and 
Hispanic men stricken with AIDS, over 50% are among men who were 
horaosexuUly active. 41 The continued assertion that AIDS onl> 
affects gay white men and other efforts to ignore the existence 
and needs of Black, Hispanic, Asian and Native American gay and 
bisexual men — by the gay community as well as the Black, 
Hispanic, Asian and Native communities — reinforces racial and 
sexual stereotypes. The AIDS statistics prove that these men do 
exist. It is likely that special educational efforts directed 
toward the needs of these men - and especially gay and bisexual 
minority teenagers - may be necessary. 

The National AIDS Network head of Minority Affairs, Gilberto 
Gerald, described the dilemma facing Black and Hispanic people 
with aids: 

Not only is homosexuality a taboo topic in both the 
Black and Hispanic communities, but intravenous drug 
users have no political constituency either. AIDS 



39 1086 U8.5%) are Black, 910 (15.5%) are Hispanic, and 4 5 
(1%) are other or unknown. New York City Health Department, 
Surveillance Update , June -4, 1987. 

40 166 (34%) are Black, 129 (26%) are Hispanic, and 1 
(.2%) is other or unknown. 

41 -Tj-,^ ?:gw YcrK Times reported that of the 764 Black male 
cases of AIDS per million Black and Hispanic population, 379 were 
•gay or bisexual men who are not intravenous drug users". Of the 
730 Hispanic male cases of AIDS per million Black and Hispanic 
population, 389 were among gay or bisexual men who are not 
intravenous drug users. W. Schmidt, -High AIDS Rate Spurring 
Efforts for Minorities", New York Times , August 2, 1987, p. i. 
Source: Dr. Roger Bakeman, Dept. of Psychology, Georgia State 
University, based on CDC data from April 6, 1987. 
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patients are a minority within a minority,42 



Like Black and Hispanic men generally, gay and bisexual men 
have historically been stereotyped as "oversexed* and 
■promiscuous". This is, of course, not true but the stiginc^ 
remains and has been exacerbated by the AIDS epidemic. 
Stereotypes aside, it must be remembered that it is behavior, 
i.e. how you do what you do - safe or unsafe sex - rather than 
how many people you do it with, that is the actual risk factor. 



The Scope of AIDS-related Dlscrl»lnatlon 

Pears about sex, death and disease are deeply ingrained in 
our society. 43 These fears readily combine with pre-existing 
prejudices against racial and ethnic minorities, homosexuals, 
immigrants, women and drug users. The resultant brew can be 
summed up in one sentence: AIDS does not discrialnate^ but p^ple 
do. People with AIDS and even those simply "suspected" of having 
AIDS have been thrown out of their homes, 44 have seen their 
healthy children barred from entering schools and obtaining day 



42 Id. at 27. 

43 Allan M. Brandt, "AIDS: Prom Social History to Social 
Policy", 14 Law, Medicine and Health Care 231 (December, 1986). 

44 The New York City Human Resources Administration's AIDS 
Management Unit currently estimates that they provide housing 
assistance to approximately 473 persons with AIDS (as of June, 
1987). Patrick Hacker, Director of Supportive Housing for the 
AIDS Resource Center, confirms that inadequate housing and 
homelessness are serious and growing issues for people with AIDS. 
This situation is in large part a reflection of discrimination 
and stigmat when people with AIDS are denied access to nursing 
homes, evicted from their homes or shunned by family and friends, 
they are left with nowhere to go. 
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care services, have lost their jobs, have been denied ambulance 
service and essential medical attention, and have been denied 
access to places of public accommodation such as restaurants, 
stores, bars, hospitals and clinics. Since the early days of the 
AIDS crisis, signif-icant headway has been made but the 
Commission continues to receive reports of problems encountered 
by people with AIDS in all these areas. For instance, while it 
may seem that children with AIDS or ARC can now enter New York 
City schools, this decision applies only to public schools. 
Recently the Commission encountered fierce determination on the 
part of one private school to bar a child whose aunt had ^IDS 
from entering classes. 

To cite just one example of the AIDS backlash on an 
identifiable group, consider the devastating impact of AIDS- 
related discrimination on Haitians. Despite the fact that 
Haitians have been removed from the CDC's list of AIDS risk 
groups, the stigma remains. Reports from Haitian community 
workers indicate that in some areas the unemployment rate for 
Haitians is twice that of other Black workers^S. why? Many 
Haitians feel this situation is directly attributable to AIDS. 
Particularly hard hit have been domestic workers, who are 
generally female and often undocumented. Haitian children have 
been beaten up (and in at least one case, shot) in school; 
Haitian store owners have gone bankrupt as their businesses 
failed; and Haitian families have been evicted from their homes. 

45 Leonard A. Eisener, Fair Employment Report (formerly 
Civil Rights Employment Reporter), December, 1983 at p 206. 
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The problem of discrimination against this community is not new, 
but unfounded fears about AIDS have surely escalated the 
intensity of prejudice directed against Haitians. The same is 
true for the various groups (gays, IV drug users, prostitutes, 
etc.) now linked with AIDS in the public's consciousness. 

The HIV Antibody Test 

The HIV antibody test detects the presence of antibodies to 
Human Immunodeficiency Virus, an agent generally thought to cause 
AIDS. A positive test result does not mean an individual has 
AIDS or will get AIDS; it indicates exposure to a virus 
associated with the syndrome. Rather than rely on use of 
mandatory HIV antibody testing. New York City Health Commissioner 
Stephen Joseph has determined that at this time our most 
effective approach is a widespread program of effective AIDS 
prevention education combined with counsel ing-based HIV antibody 
testing as an option. As Conunissioner Joseph stated in a recent 
public address: 



Remarks by Commissioner Joseph entitled "Planning for AIDS 
xn New York City" presented to the Association for a Better New 
York Community Council of Greater New York, April 21, 1987. 



Virtually all public health officials from areas of 
highest AIDS pre^'ilence are agreed that forcing people 
to learn their serostatus when no treatment is 
available, and unless confidentiality can be assured, 
would be unwise and counterproductive. 46 



46 Remarks by Commission 
for AIDS in New York City" pr 
Better New York, Community Co 
1987. 




24 




186 



Everyone is appropriately concerned about preventing further 
HIV transmission. However* calls for mandatory testing offer a 
false sense of security. 47 in the absence of a cure and 
vaccine/ it is primarily behavioral changes (avoidance of high 
risk behavior) that will prevent further spread of the virus. 
Required testing of large segments of the population would be 
enormously costly - diverting large amounts of scarce funds and 
labor away from much needed education and drug treatment 
programs. At a recent national gathering of AIDS experts 
sponsored by the CDC, calls for mandatory HIV antibody testing 
were rejected as a counterproductive public health measure which 
may etso lead to discrimination. 

The issue of testing and subsequent stiamatization is not a 
new one among minority communities. In 1970, for example, a 
single^ inexpensive and relatively reliable test for sickle cell 
hemoglobin became available. 49 shortly thereafter, a number of 
states enacted sickle cell testing programs. Some were 
compulsory and none had specific confidentiality protections. 
Although well-inter.tioned, these programs and the attention they 
generated triggered a response of panic and discrimination. 
There was confusion over the difference between carrying the 

47 See ; N. Hunter, "AIDS Prevention and Civil Liberties: 
The False Security of Mandatory Testing." American Civil 
Liberties Union, 1987. 

48 Public forum on proposed mandatory HIV antibody testing 
held in Atlanta, Georgia on February 28, 1987. 

49 sickle cell anemia is a serious genetic blood disorder 
which primarily affects black people. It causes severe physical 
debilitation and often results i;>. death at an early age. 
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trait and having the disease. Some airlines grounded all Black 
employees because of fears that a sickling crisis might occur if 
a plane de-pressurized; some ins* ance companies began charging 
higher premiums for sickle cell carriers; and the armed forces 
considered deferring enlistment of all carriers. 

Any policy or program calling for required testing for the 
HIV antibody test and the subsequent exclusion or segregation 
in the event of a positive result must be evaluated in terms of 
its impact on people of color. In October, 1985, the federal 
government began testing applicants for military service. Since 
then testing in the military has been expanded to include active 
duty personnel and their dependents (in some circumstances). 
Reserve personnel are also being tested. In March, 1987, the 
Labor Department began testing applicants for the Job Corps. The 
State Department now tests all applicants for the Foreign 
Service. The federal government has announced plans to test all 
prisoners in federal prisons and immigrants. 

Significant amounts of unemployment and underemployment 
among people of color and the soaring cost of higher education in 
the United States have led many minority youths to use the 
military and the Job Corps as a means of acquiring training, job 
skills, and employment. 



50 p. Reilly, Genetics, Law and Social Policy (1977) at 74. 
This paragraph is quoted from N. Hunter, "AIDS Prevention and 
Civil Liberties: T^e False Security of Mandatory Testing", 
American Civil Liberties Union, 1987 at 18. 



All other things being equal, the military's 
policy will, by necessity, have a discriminatory 
impact upon poor people of color, given the 
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number of Black and Hispanic recruits. This dis 
proportionate impact is, of course, further 
exacerbated by the fact that Black and Hispanic 
people have been exposed to HIV in far greater 
proportions than have white people, 51 



The Department of Labor's testing of Job Corps applicants has a 
similar impact. 

Job Corps is a federally funded job training 
program for economically disadvantaged persons 
between the ages of 16 and 21, A large proportion 
of Job Corps participants are people of color. 
For most Job Corps members, the program is the last 
available opportunity to obtain job skills and a 
realistic expectation of future employment,52 

Testing of prisoners also produces a disparate impact upon 

people of color, given the high "Proportion of minorities who are 

incarcerated. Wherever there exists a profession or an otherwise 

identifiable, formally-ordered segment of the population which is 

made up largely of minorities, mandatory testing of these groups 

will naturally take a heavy toll among minorities. Thusfar, the 

great proportion of those groups undergoing such testing do 

indeed have a high minority representation. A recent article in 

New York News day reported New York City and New Jersey Boxing 

Commission officials calling for widespread testing and exclusion 

of those testing HIV antibody positive among boxers. 53 Even 

forced terting of women arrested for prostitution has a 

disproportionate impact on minority communities because women of 

5^ Katherine Franke, "AIDS and Race," The Exchange , National 
Lawyer^s Guild AIDS Network, Issue 4, May, 1987, p. 4. 



53 w. Matthews, "Rubber Gloves for this Fight", New York 
News day , July 26, 1987, Sports 28. 



52 Id. 
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colorr while not comprising the majority of sex industry workers, 

are more likely to be arrested* 

The HYC Co—isslon on Human Rights* Response 

In response to the discrimination aspect of the AIDS 
epidemicr the New York City Commission on Human Rights has 
created an AIDS Discrimination Unit to provide assistance to 
persons with AIDSr persons assumed to have AIDSr those who test 
HIV positive and those who are feared because they are or are 
perceived to be members of an "at-risk" group. The Commission 
accepts these complaints under the New York City Human Rights 
Law's prohibition against discrimination on the basis of physical 
handicap in housing, employment and public accommodations. As of 
June 30, 1987, the Commission had received over 750 reports of 
discrimination related to AIDS. Many of these complaints set 
forth charges of systemic discrimination, for example where a 
company has a policy of refusing to deliver medical supplies to 
homebound AIDS patients, or where any employee suspected of 
having AIDS is immediately terminated. All indications are that 
AIDS-related discrimination is widespread and growing. 54 

The Commission's AIDS Discrimination Unit has received calls 
from the families of people with AIDS requesting assistance in 
their efforts to obtain necessary medical assistance and 
procedures for a relative with AIDS. AIDS Discrimination Unit 
staff have arranged for emergency service by ambulance, fought to 



5* See: New York City Commission on Human Rights, Updated 
Report on AIDS Discrimination , August, 1987 for summaries of 
cases. 
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obtain much-needed medical/dental care^ insured access to funeral 
honas which denied services, and advised delivery personnel of 
the illegality and monetary repercussions of refusing to furnish 
services to persons with AIDS or those who associate with persons 



dtscriaination cases and many times obtained a positive result 
due to efforts to advocate on behalf of the person with AIDS. 
More recently the Commission launched an educational campaign to 
alert the public to the fact that AIDS-related discrimination is 
illegal and to counter the growing backlash against people with 
AIDS. 

Froj»ctionm for the Future 

It has been estimated by the U.S. Public Health Service that 
by 1991, 3-4 million Americans will have become infected with 
HIV - about one in every 70 people. There will be over 270,000 
cases of AIDS nationally, resulting in 179,000 deaths. 55 
(Studies done in the United States indicate that within a six 
year period approximately 20-30% of all persons who test HIV 
positive will go on to develop AIDS and another 20-30% will 
develop AIDS Related Complex tARCK) In New York City, AIDS is 
already the current leading cause of death for males aged 25-44 
and for females aged 25-34. it is the third leading cause of 



55 C. Bverett Koop, Surgeon General's Report on Acquired 
Immune Deficiency svndromp. October, 1986. 



with AIDS. Tho Unit has interceded in a wide range of 
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death for females aged 35-44.56 Health officialsr charting the 
progressive course of the disease^ have predicted that 43,000 
AIDS cas«9s will have been reported within New York City by 1991 
and it is likely that 31,000 of these people will have died. 57 
The Mjority of those who die in this manner will be merit voaen 
and children of color. 

The World Health Organization estim.ites that there will be 
500r000 to 3 million new AIDS cases between 1987 and 1991, in 
people who were already infected with HIV as of 1986. They 
report that 50 million to 100 million people will be infected 
with HIV worldwide by 1991.58 

AIDS is a global problem, a pandemic. The majority of those 
affected by AIDS and HIV infection are now and will continue to 
be people of color and the population of the third world. The 
discrimination and lack of resources which disparately affect the 
poor and people of color with AIDS in the United States are part 
of a global pattern of discrimination and lack of resources. 59 
Jonathan Mann, Director of the World Health Organization recently 
stated: 



56 Conversation with Dr. Singh, New York City Health 
Department, July, 1987. 

57 Official projections. New York City Department of Health, 
July 28, 1987, based on cases diagnosed through December, 1986. 

58 World Health Organization, Special Programme on AIDS, 
"Strategies and Structure, Projected Needs," Karch, 1987, p. 18. 

See: Panos Dossier 1, AIDS and the Third World . 
(Revised and Updated Edition), The Panos Institute, March 1987. 



Fear and ignorance about AIDS continues to lead to 
tragedies: personal, family, and social. In some 
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circleSf the HIV-infected are still divided by some 
into the "innocent" andf by implicationr the "guilty* 
persons. Fortunately.* other groups, such as the World 
Council of ChurcheSf have issued eloquent pleas for 
understanding, for healing, and for compassion. 



IneviteMy and necessarily, the social debates 
about AIDS acquire a distinct political dimension. 
AIDS has become a touchstone for political beliefs. 
AIDS has unveiled thinly disguised prejudice about 
Lace, religion, social class, and nationality. As a 
result, we are witnessing a rising wave of stigma- 
tizationt against Westerners in Asia, against Africans 
in Europe, of homosexuals, of prostitutes, ot hemo-* 
philiacs, of recipients of blood transfusions. AIDS, 
or more prcperly fears about AIDS, has become a direct 
threat to free travel between countries, and, more 
generally, to open international exchange and coromun- 
ication60 



ConcJ ision 

Tremendous strides have been made over the last five years 
and we now know quite a bit about Acqujired Immune Deficiency 
Syndrome. All the scientific evidence states that AIDS is not 
spread by casual contact. The National Centers for Disease 
Control have issued guidelines which clearly state that, except 
in certain well-defined instances, caring for, or living or 
working with <2 person who has AIDS or who is HIV-positive 
presents no health risk.^l AIDS is not transmitted by holding 
hands, sneezing, coughing, or sharing eating utensils or sanitary 
facilities. We also know how it is spread. AIDS is transmitted 

^0 Jonathan Mann, "AIDS Epidemiology, Impact, Prevention 
and Control: The World Health Organization Prespective, " paper 
presented at Third International Conference on AIDS. 

See t "Recommendations Regarding HTLV-III Transmission in 
the Workplace", Morbidity and Mortality Weekly Report , November 
15, 1985. 
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through blood*- to- blood contact (such as shared needles which have 
co»e into contact with HIV-contaminated blood) r blood-*to-exposed 
aucous nembrane contact (such as contact in a medical setting 
where the recommended precautions are not followed) r semen-to- 
mucous nembrane contact (unsafe sexual practices such as anal 
and/or vaginal intercourse without a condom with an HIV-infected 
partner )r and from pregnant mother to unborn child* 

Prejudice against racial and ethnic minorities ("they're all 
on welfare" )r homosexuals C^they're only fags")r immigrants 
("they're taking our jobs away")r sexually active women ("she's a 
whore and deserves what she gets") and drug users ("they're 
nothing but junkies anyway") interferes with our ability to 
respond to AIDS as a health crisis* As the wife of one man with 
AIDS noted, "***the labeling of this disease Cinto risk group 
categories] has got to stop* When, we' re labeled, we're no longer 
people* "^2 This stigmatization of AIDS as "their" disease 
diverts our attention away from the very real social, economic, 
discrimination and health >iSBues which affect us all. 

Education combined with aggressive enforcement of our civil 
rights laws is an effective weapon against prejudice and 
discrimination* Don't let anyone convince you that AIDS is 
someone else's problem. To support this myth is to assure the 
continued spread of both the HIV virus and the stigma associated 
with AIDS, while fueling the growing backlash against women and 
racialf ethnic and sexual minorities* 

62 c. Norwood, "AIDS Goes Straight," Us Magazine , August 25, 
1986, pp. 47, 49. 



contacts within the AIDS DiBcrimination Unit : 

Keith O'Connor, Director (212) 566-1826 

Mitchell Karp, Attorney c^f^If^? 

Katy Taylor, Deputy Director 566-5446 

Chas, B, Brack, Human Rights Specialist 566-0528 

Otto De Mendoza, HRS 566-0817 

Asadeh Khalili, HRS 566-0819 

Ernesto Castillo, HRS 566-0395 

Alma Torres, Administrative Ass't 566-5493 
Richard Reynolds, HR;? 

Amber Hollibaugh, Educator/Video Producer 566-5179 

Margaret McCarthy, Intern 566-0819 



Notes Copies of *VTC Covmission on Homui Rights 

Report on DiscriBinAtion Against 
Ftopls Witb AID6» Updstst January 
198S - June 1987", are available upon 
request. This report details represen- 
tative accounts of AIDS and AIDS-related 
discrimination reported to the Commission, 
and includes an analysis of the trends and 
special circumstances surrounding 
AIDS discrimination. 
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APPENDIX: A BRIEF OVERVIEW OF SOME EDUCATIONAL OUTREACH EFFORTS 
DIRECTED TOWARD MINORITY POPULATIONS WHICH HAVE BEEN 
UNDERTAKEN BY THE NEW YORK CITY DEPARTMENT OF HEALTH 
AND THE BOARD OF EDUCATION*: 

Because AIDS is still thought to be a white^ gay male 
disease^ many people of color don't realize that they are at risk 
for AIDS. For this reason, many community groups and the New 
York City Department of Health's AIDS Education Unit have begun 
outreach efforts in minority communities. 

The Department of Health works with many community groups to 
develop AIDS educational materials. Currently, the Department of 
Healtn provides some funding to the Haitian Coalition on AIDS, 
the Hispanic AIDS Forum, the Minority Task Force on AIDS and the 
Gay Men's Health Crisis for a variety of educational materials, 
including brochures in Creole, audiocassettes in Spanish and 
Creole, and a comic book. The Department of Health sponsors a 
weekly AIDS educational segment on the Gay Cable Network and has 
taken out ads in publications of the Hispanic, Black, and Haitian 
communities. Videos are also being prepared in both Spanish and 
English to be used in counseling IV drug users. 

The City Department of Health's AIDS Education Unit 
currently has an outreach effort in nine primarily Hispanic and 
Black communities throughout the boroughs. These particular 
communities were targeted due to a high incidence of IV drug use. 
The focus has been to educate both IV drug users and all other 
community members about AIDS transmission. The AIDS Education 
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Unit attempts to reach IV drug users and those with whom they 
interactr including sexual partners^ childrenr and other family 
members* 

These programs have made strides in educating the public 
abo^:c AIDS facts and myths; however many more people need to be 
reached* Communication methods such as audio/visual educational 
materialsr street theatre andr especiallyr peer outreach efforts 
by former addicts are some methods which have been used to good 
effect as a means by which to educate this group about the risks 
of HIV transmission* Creative ideas are necessary to reach this 
segment of the populationi which has traditionally been 
underserved by organized health care and education. 

The AIDS Education Unit is aware of the need to educate 
women about the special situations they face during the epidemic 
and has undertaken a number of programs designed to meet this 
need* The unit's emphasis is on reaching the entire community, 
including women* Women's risk of contracting AIDS from 
unprotected sexual encounters is discussed in general educational 
presentations. The urit also does outreach at places where large 
numbers of women can be reached, such as Head Start centers and 
WIC offices* The City also has pamphlets entitled "Women and 
AIDS/" and "Children and AIDS*" The City's AIDS Hotline conducts 
groups for women where their questions and concerns can be raised 
and addressed* Several community groups and agencies have also 
responded to this need/ sponsoring educational forums and 
producing pamphlets which detail the risks women may face and 
provide suggestions on how they may protect themselves. 
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Special outreach efforts are now being directed at children 
and teenagers. It is presently part of the required curriculum 
of the New York City public high school system that students be 
given AIDS Education. A new t.Um that the New York City Board of 
Education will show in New York City public high schools and some 
middle schools includes a discussion among five teenagers (three 
female and two male; several of whom are minority teenagers) 
about AIDS and risk reduction. The AIDS Education Unit also has 
a brochure for adolescents about AIDS. The entire brochure, 
including concept r design and graphics r was designed by 
adolescents. 

The AIDS Education Unit also has a program for inmate 
education ai>out AIDS in the city's correctional facility on 
Rikers Island, including the male, female, detoxification, and 
adolescent facilities, and in city correctional facilities in 
each borough. Starting August 1987, the AIDS Education Unit 
began distributing an inmate release packet, including condoms 
and AIDS education materials, to all released inmates on Rikers 
Island. And, in a new pilot project, condoms are now being 
distributed to inmates in the section of Rikers which houses gay 
men. 

The work of the gay community in AIDS education shows the 
success that grassroots, culturally relevant educational 
campaigns can achieve. Many gay community groups have developed 
brochures, videos, comic books and other materials which discuss 
safer sex guidelines and the special needs of gay men. studies 
in New York City and San Fraucisco have shown that many members 
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of the gay community have significantly changed their sexual 
behavior to incorporate risk reduction techniques; to a large 
degree, this behavioral change is a direct result of education. 
Although the efforts of gay conmunity groups have been very 
effective in reaching many homosexually active men, still more 
work is needed to educate those men who are sexually active with 
other men, without the use of risk reduction-techniques. 
Educational efforts should emphasize reaching men of color and 
young and adolescent men. The New York City Department of Health 
is currently working on a brochure for men who are sexually 
active with other men. 

The Office of Lesbian and Gay Health Concerns of the New 
York City Department of Health is now doing outreach to gay and 
bisexual men of color. They an providing education to men in 
bars, clubs, and on beaches. 

In this section, we have only touched upon some of the 
many legitimate efforts which have been proposed by both City and 
community organizations to care for and protect the various 
segments of the public affected by AIDS. These programs need our 
full support to be implemented. 

* The information in this appendix was provided by the New Yotk 
City Board of Education and the following divisions within the 
New York City Department of Health: Division of AIDS Program 
Services, AIDS Education Unit, and Office of Lesbian and Gay 
Health Concerns. 



37 



id» 




THE AIDS DISCRIMINATION UNIT 
Of th*» 

NEW YORK CITY COMMISSION ON HUMAN RIGHTS 



Updated August 20, 1987 



Report on Di»crijiimition Against 
People with AIDS 
and 

People Perceived to have AIDS 

January 198C - June 1987 



Bon* Bdvard I« Koch 
Mayor 



dr« Harcella Nasvell 

Chairperson 



Alberta B« Puentea 

Executive Director 



200 



Keport on DigcriMination Af ini t 
F>opl> witb AIDS 

•53 

Vovlm p»rcvti??l to hav AIDS 
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INTRODUCTION 



The Human Rights Law of the City of New York prohibits 
discrimination in the areas of housing^ employment and public 
accommodation on the basis of an individual's handicap or 
disability. The NYC Commission on Human Rights has taken the 
position that it has jurisdiction over all complaints of AIDS and 
AIDS-related discrimination under the protection afforded by the 
present statutory provisions. Consequently^ the NYC Commission 
on Human Rights accepts complaints from and offers assistance to: 

* People with AIDS 

* People with ARC (AIDS-Rclated Complex) 

* Those who have tested HIV antibody positive 

* Members of a group considered to be at risk tor AIDS 

* Family members, co-workersi lovers and/or friends of 
someone in the above four categories who believe they 
have t^t^n discrimir.ated against because of their asso- 
ciation with this individual* 

The Commission received its first reported incident of 
AIDS discrimination in Junef 1983* Thereafter the AIDS 
Discrimination Unit was established to document and respond to 
complaints of AIDS-related discrimination* Our mandate is a 
broad one — to eliminate AIDS discrimination* To datei the 
Commission has received more than 750 reported incidents of AIDS- 
related discrimination. This report summarizes a representative 
sample of complaints received by the unit from Januaryi 1986 
thfouoh Junei 1987* Because of the large increase in the number 
of reported discriminatory incidentSf it is impossible to include 
them all within this report. ^ 



HIV-RELATED DISCRIMINATION 

AIuS aiscr imination differs from other forms of 
discrimination in that it often occurs in a crisis setting and 
therefore does not lend Itself to the normal legal process, if 
the oxygen company will not make a deliveryi if the hospital bed 



^ An earlier reporti covering the period November 1983-April 
1986 contains summaries of the first 170 AIDS-related discrim- 
ination complaints received by the Commission. Copies are avail- 
able upon request. 
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has not beon cleaned in daysr or if a dentist will not provide 
treatment for a person with AlDSf the person affected cannot wait 
the veeks or months necessary for a complaint to be filed r to be 
invtstigated and to proceed to a public hearing* These 
situations require an immediate response and an expedited 
probltm-aolving approach - advocacy - is often our best tool* 

We often speak of three components of AIDS discrimination; 
fearr misinformation and prejudice. By identifying which factors 
are operating in a qiven situation r we can better address the 
underlying problem* 2 Part of our role is to assist service 

frovidersr community activists and persons with AIDS in 
dentifying incidents of discrimination* And, since most people 
with AIDSr as well as the people who assist themr are unable, 
because they are trying to survive or helping someone get needed 
services, to deal with discrimination, it is the role of the 
human rights agency to not only remedy the instant situation, but 
to attempt to eradicate the problem at its core so that it does 
not reoccur* Ifherever possible the Commission attempts to take 
the burden of AIDS discrimination off the individual's back* 
Utilizing this systemic approach has proved to be very effective 
in achieving this goal* 

As the AIDS epidemic has ^spread, so too has the scope of 
AIDvVrelated discrimination* Some segments of the public, 
fearful of AIDS, have labeled and stigmatized *AIDS victims* and 
singled them out for condemnation, mistreatment and discrimina* 
tion* There is a growing group of people who do not have AIDS 
but are nevertheless targeted for AIDS-related discrimination: 
those who are perceived to be "AIDS risks"* This group includes 
intravenous drug users, homosexuals, prostitutes, Haitians, 
homeless men and women, the poor, racial and ethnic minorities, 
people known to have tested positive for HIV antibodies and 
anyone who loves and cares for people with AIDS* We have found 
that no one involved in the care or support system of a person 
with AIDS is immune from adverse public reactions due to the 
relationship* 



Demographics of AIDS within Hew York City 

AIDS crosses racial, ethnic, national origin, age, gender, 
class and sexual orientation lines* In New York City, 55% of all 
persons with AIDS are Black or Hispanic* This figure is greater 



^ Pears often have to be acknowledged and examined before 
information can be imparted* Misinformation is corrected by 
asking people to explain their positions and then supplying data, 
»rinteu materials and speakers to educate them* Prejudice must 
e identified as such, examined and discussed but ultimately 
rejected as an unacceptable basis for action. 
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than the 44% population figure for Blacks and Hispanics living in 
New York City.^ Because the percentage of Blacks and Hispanics 
with AIDS has increased over the last year (it was 53% in 1986) , 
we must assume that Blacks and Hispanics are currently being 
diagnosed at & much higher rate to effect this overall 
percentage. 

Au of June 1987# intravenous drug users constitute 30% of 
all adult. AIDS cases in New York City. (An additional 5% of 
adult AIDS cases were men who both used intravenous drugs and had 
unprotected sex with other men*) In part because drug use is 
subject to criminal prosecution, it has been difficult to 
establish lines of communication with members of this population. 

Gay men of all races continue to be targets of AIDS 
discrimination. Still, many people continue to believe that all 
persons with AIDS are white, gay men. In New York City, 35% of 
the homosexually active men with AIDS are Black or Hispanic. 
This raises other issues about the effects of homophobia within 
all communities. Bu^ regardless of race, merely "lookinq gay" 
may result in assuo .'i-^ons being made aoout an individual's risk 
of contracting AIDS and often leads to loss of jobs, housing and 
access to health care. 

AIDS and HIV-related discrimination4 have had a 
devastating impact on women's lives in a multitude of ways which 
extend far beyond medical issues. In our society women often 
serve as primary caretakers for the sick — whether as mothers, 
friends, wives, sisters or health care providers. Many incidents 
of discrimination were reported by women who do not have ^IDS but 
rather care for or support a person with AIDS.^ The burden 
placed on women is tremendous. As caretakers they watch their 
loved ones endure the pain and humiliation attendant to sickness 
and discrimination. And if they themselves become HIV antibody 
positive or contract AIDS, the immediate impact on the extended 
family can be devastating. Antibody status has even been used as 
a basis t o charge tha t a woman is an unfit parent. 

^ On the national level, the statistical gap is even wider: 
while Blacks comprise only 12% of the total population, more than 
24% of those with AIDS in the United States are Black. Similarly 
Hispanics, who comprise only 6% of our national population, 
represent 14% of all people with AIDS in the United States. 

^ i.e. discrimination which is due to the person's having 
been diagnosed with AIDS or any other RXV-related disease; or 
because the person is HIV antibody positive; or because the 
person is perceived to be any of the above. Note: HIV stands for 
Human Immunodeficiency Virus, thought to be the cause of AIDS. 

5 In 1986, 20% of the 314 AIDS-related complaints (and in 
the first six months of 1987 - 21% of the 300) brought to the 
Commisrion involved women. 
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Although present statutory provisionti do not include 
discriiiination against people who are incarcerated or under the 
supervision of the parole or probation system, incidents of human 
rights \iolations related to AIDS are increasingly being reported 
to the C'^nuDiaslon from within the criminal justice system. The 
rate of AIDS among inmates in the NY State Correctional System 
has jump^id from 30+ during 1985 to 80+ during 1987» The 
Commission documents these reports of discriroinationf provides 
informa^ion and educational materials and« wi.ore appropriatCf 
conta'^ts corrections authorities in an effort to resolve 
problo fts. 

Because so many communit.^es are affected by AIDSf a wide 
variety of issues ariser all of which merit our attention and 
response. And that response is a continuing foray into a new and 
compelling irea of discrimination law. The Commission joins 
others who concern themselves wJtl. the problems related to this 
tragic epidemic in summarizing and doc/menting what our 
experience has been since 1983. 

The incidents related in the body of this report are 
representative summaries of individual and systemic complaints. 
By systemiCf it is meant that the problem is company- or 
industry-wide^ that a tacit or written policy exists which would 
adversely affect any person with AIDS or perceived to have AIDS 
who came into contact with the policy. This type of complaint is 
common and it is significant in that the number of people 
adversely affected by the practice may well be much higher than 
the number of reports received* For every report of systemic 
discrimination received, we must consider that scores of people 
with AIDS or those perceived to have AIDS may have been denied 
services, jobs or housing. By addressing areas of systemic 
discrimination, the Commission has a major impact against AIDS- 
related discrimination. 

To assist- the reader, complaints have been grouped by 
category — employment, housing and subdivisions of public 
accommodations. Seeing these complaints in type-groups furthers 
an understanding of the similar and recurring nature of the 
problems. At the beginning ot each section there is a brief 
explanatory statement about the particular problems surrounding 
each issue. 

NOTE; Statistics appear at the end of the report. 



EMPLOYMB!IT 



Because AIDS is construed to be a physical disability, 
adverse decisions about the hiring, firing, promotion or terms 
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and conditions of someone's employment, if based on an 
individual's having been diagnosed with AIDS (or the perception 
that someone has or could develop AIDS}# are prohibited under the 
human rights law* 

In the last year# the Commission hap observed an 
encouraging trend amcrig large employers to seriously examine AIDS 
as a workplace issue* Hany personnel officers and law firms 
representing enployers contacted the Commission and requested 
that the AIDS Discrimination Unit assist them to formulate 
rational, nondiscriminatory policies regarding AIDS. Despite 
this trend, employees — particularly those in jobs with a great 
amount of client contact (e.g. restaurants, hotels, 
transportation) — continued to report AIDS-related 
discrimination. 

Many incidents result in termination* Lack of accurate 
information about the syndrome often prompts irrational reactions 
from co-workers and employers alike. Here mention by a seemingly 
healthy individual of involvement with someone who has AIDS can 
lead to the loss of employment. After accepting such complaints, 
the Commission waa often able to assist complainants in obtaining 
reinstatement or financial settlements. The Centers for Disease 
Control has determined that no precautions need be taken in roost 
work environments and has issued guidelines accordingly. 
Increasingly, through education, employers and employees have 
begun to undei'Stand that AIDS is not communicated by casual 
contact. 

Employers, hoping to avoid any disruption of the work 
environment, often terminate employees with AIDS to pacify 
frightened staff members. It is imperative that all employers be 
advised that AIDS-related discrimination is against the law. An 
additional impetus is provided by the reminder of the expense of 
time and money which may have to be devoted to dealing with a 
discrimination suit, should an employee with AIDS choose to fight 
an unlawful termination. 

Reports have been received that some insurance companies, 
reacting to the heavy burden of AIDS-related health care costs, 
are pressuring employers to determine, prior to hire if they can, 
the likelihood of a potential employee contracting AIDS. The 
ELISA Blood Test, which tests for the presence of antibodies to 
HIV (Human Immunodeficiency Virus, the agent generally thought to 
cause AIDS) and the back-up western Blot test, are the methods 
most commonly used by employers to screen prospective and current 
employees. Ti.e public and the media frequently mistake this as 
an AIDS test and perpetuate the erroneous assumption that those 
who test HIV antibody positive have or will soon get AIDS. A 
positive test result does not mean an individual has or will get 
AIDS; it indicates exposure to a virus associated with the 
syndrome. Yet willingness to be subjected to the test is 
sometimes a pre-condition — albeit an illegal one — to 
employment, thus placing job applicants in a very difficult 
situation. 
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The CowBission investigates allegations o£ discriminatory 
esploysent practices to determine whether employees with AIDS 
have been treated differently from other employees. As 
discriminators become more sophisticated, seemingly neutral 
policies and decisions must be closely scrutinized to ensure that 
they are not a subterfuge for discrimination or applied in an 
arbitrary manner which adversely affects employees who are 
perceived to have or be at risk for AIDS. Below are several 
employment discrimination reports: 



EMPLOYMENT DISCRIMINATION CASES 



SBfTBNBBR 1985 

mturnuan/vncnvnsD aids/hiv antibody tbsting 

A woman from Brooklyn, whose boyfriend had died due to compli- 
cations caused by AIDS, called with a problem, she had confided 
in a co-worker the cause of her obvious grief and soon thereafter 
no one in the office would speak to her. She called because she 
had just been told by the personnel director that she was being 
placed on 'indefinite leave without pay" until she could "prove" 
that she doesn't have AIDS. He said he "had to" let her go 
because two other employees "threatened to quit and sue the 
company • if she was allowed to remain on the job. She called the 
Commission only to find out where she could "get the AIDS test." 
We explained that 1) before she considered taking the test for 
HIV antibodies, she should be aware of the possible repercussions 
she might experience if she tested positive, 2) she represented 
no health risk to co-workers, and wouldn't even if she did have 
AIDS, and 3) her employer was violating her civil rights and she 
was entitled to file a complaint with the Commission to rectify 
the situation. We offered to speak directly to her employer to 
explain these facts. Jurisdictional, but no complaint was filed. 



NOVSHBKR 1986 

BMPLOTMBMr/TBRNIllATIOR/ACTUAI. AIDS 

A man who worked as an instructor for a beauty school for a 
number of years took an authorized sick leave. During that leave 
he was diagnosed with AIDS. When his health stabilized and he 

S^uY^f*^' 3^*^°°^ refused to reinstate him 
because of an alleged hiring freeze. The roan then filed a 
discrimination complaint with the Commission and the school 
admitted to the Commission investigator that they refused to 
^IT.it ^f^^i^*'® because of his AIDS condition. 

Though the roan provided documentation from a doctor confirming 



206 



his ability to work> the school insisted a person with AIDS could 
not perform the job. The Commission investigation supported the 
complainant's allegations and a public hearing will be held to 
resolve the matter. 



MAT 1987 

IMFI/)TllB]IT/ACTaia. AIDS 

A teacher whose employer did not know he had AIDS had been paying 
$lfOOO per month out of his own limited salary because he felt 
that he couldn't risk submitting a claim to his insurance company 
to recover the cost of the life-saving but extremely expensive 
drug therapy (AZT) he was undergoing. Because the drug is 
considered AIDS-specif ic and has been widely mentioned by the 
media in connection with hlVS, he feared that the insurance 
company would notify his employer of his illness and he would be 
terminated. We called his insurance agent and then reported back 
to the teacher the nature of the confidentiality controls which 
governed his situation. We also assured him that^ if he were 
^erminated because his employer discovered he had AIDS^ the 
Commission would be there to accept^ investigate and hopefully 
remedy his discrimination complaint. 



PSBROART 1987 

ninOyilBllT/TBRNINATIOM/ACTUAL AIDS 

A man with AIDS worked as a manager for an international airline 
for many years. When illness required him to take sick leave, 
the company granted him a one month absence. However, later 
requests for additional sick time and a reduced work schedule 
were denied. The man filed a complaint with the Comminsion, 
alleging employment discrimination and pointing out that the 
company permitted managers with non-AIDS-related illnesses to 
take unlimited sick leave. The Commission negotiated a 
settlement whereby the Complainant received $12,000 compensation 
and the employer agreed to continue to pay for the man's health 
insurance for two years. 



MARCH 1987 

BMPIiOYNBNT/TBIMINATION/ACTOAL AIDS 

The brother of a woman diagnosed with AIDS called to report that, 
when his sister's employer visited her at the hospital and 
learned about her diagnosis, he fired her. The brother said that 
she worked as a secretary for a small firm of only two employees. 
The Commission attempted to resolve the situation through 
advocacy but was not successful. Due to a lack of jurisdiction 
over employers which have fewer than three employees, we were 
unable to accept a formal complaint from the woman. 
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NAT 1987 

BMnommr/Biv antibody tbsti2ig 

An advertising executive called the commission to ask if 
potent'al employers can require that applicants take the HIV 
antibody blood test. We told him that this is an illegal 
requirement and advised him that he could file a complaint if he 
was denied employment for which he was otherwise qualified 
because of a positive result or due to his refusal to take the 
test. He would not divulge the name of the company, but informed 
us that it is a large advertising firm* The job he was applying 
for was "very high level' and he felt he couldn't refuse to take 
the test nor could he file a complaint because the advertising 
industry is *a small town* and everyone in the business would 
know that he'd *gone outside** He felt his advertising career 
would be over if this occurred and so he decided to take the 
test* We did not hear from him again* 



jmm X987 

BIfliOTIIBn/VXRBAL BARASSNSIIT/PBRCBIVBD AIDS 

A gay male government employee called to say that he held the 
•levator door open for a female co-worker who thanked hin and 
then commented to a male co-worker that the gay man had acted 
"lik* a gentleman.* The male co-worker responded that where he 
comes from, they "don*t call them gentlemen^ * that such 
'gentleiien use their charms to give everyone AIDS** The 
Commission alerted the co-worker's supervisor « who then met with 
both men. The co--worker apologized to the complainant for his 
offensive remark and the supervisor informed the co-worker that 
discriminatory renarks would not be tolerated by management* 



AP&IL 19S7 

IMPlOXIIIllT/TBimiHATIOII/PBIICBIVBD AIDS/HIV AHTIBODT 
TI8TI»Q/COIPn>mXAI.IT7 

A woman who worked as an intensive care unit nurse at a private 
hospital for six years was contemplating becoming pregnant andi 
for this reaaonr requested the HIV test offered by her employer* 
She first queried the administration about guarantees of 
confidentiality regarding the test result and was assured that 
the result would be *absolutely confidential** When she tested 
positive? confidentiality was immediately violated* The hospital 
first told her she had the choice of accep'cing reassignment to an 
area not in her field of expertise or resigning and accepting one 
month's severance pay. The Commission accepted her complaint 
andi after investigating the matter, found that the Complainant 
had indeed been discriminated against* if the situation cannot 
be resolved, a public hearing will be held on the matter* 



NAT 1987 
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BNFLOTmQR/FCmLlC ACCOHnODATlOM/BIV AMTIBODT TBST/COHFIDSllTIALm 

A supervisor at one of the city's anonymous HIV test sites called 
the Conniission because he was taken aback by the voluae of 
mandatory test requests being presented by clients. He had noted 
a large number of people presenting letters from dentists^ the 
Peace Corps and other potential enployers# directing them to take 
the HIV antibody blood test with negative results as a 
requirement for treatment or employment. He said the people 
indicated little or no knowledge of the import of the test; they 
only knew that they wanted to be treated by their dentist# keep 
their job# etc* We advised our caller to inform people in thio 
situation of their right to file a complaint with the Commission 
iff due to a positive test result or a refusal to take the testf 
they are denied a job or services. In addition^ he a9L'C9d to 
leave the Commission's *AIDS-Related Discrimination Is Illegal* 
flyers and brochures in the reception area of the clinic. 

JAMDARY 1985 

»0STIT0TBS/BIAS/VI0I*B1ICB/PBRCBIVSD AIDS 

A church worker who deals with prostitutes in the course of her 
work called the Commission to express concern about the AIDS 
backlash she sees affecting prostitutes - particularly 
streetworkers^ who are vunerable to attack in their open 
environment* She reported an increase in arrests# harassment and 
violence towards prostitutes. No jurisdiction. 



HOLSIHG 



Some of the most devastating discrimination reports 
brought to the Commission involve housing. In such cases # not 
only Joes the person with AIDS have to cope with a swift decline 
in health but the individual also must face the possibility of 
having nowhere to live during this crisis. Landlords have been 
charged with refusing to make repairs or provide essential 
servicesf interrupting heat and hot water (vital issues when one 
is well; life-threatening factors for those in poor health) and 
harassing people with AIDS in an attempt to illegally evict them 
from their apartments* Misinformation about the syndrome# often 
compounded by pre-existing biases about gay men# IV drug users # 
immigrants or any otner group connected by popular opinion to 
AIDS# may generate the irrational fears which underlie every 
discriminatory incident. 

The spectre of discrimination doua not stop with the 
person with AIDS. Life partners of people with AIDS have had to 
battle landlords in the courts to preserve ,heir right to remain 
in an apartment after the named tenant with AIDS dies. It is 
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often difficult in such situations to separate the landlord's 
desire to reap the economic benefit of a vacant apartment from 
specific AIDS fears which may be present. But at times, it is 
clear that the landlord, in an opportunistic stroke, utilizes 
AIDS panic to bis or her financial gain. 

The Coanission has also received complaints of discrimin- 
ation in the rental of connercial space. Organizations which 
provide services to people with AIDS have been denied leases or 
have been pressured by landlords to limit the access of people 
with AIDS* Medical professionals (doctors, dentists and 
laboratories) have also reported termination of their leases or 
refusal to rent when it becomes known that their patients include 

?er8ons with AIDS* Several housing discrimination case summaries 
ollow: 



HOUSING CASES t 



OCVOBER 1984 

B008IB6/ACTOAL AIDS 

The wife of a man with AIDS called to say that her heat and hot 
water had been turned off by her landlord in an effort to drive 
the family out, due to his fear of AIDS, she only wanted the 
services restored and did not have the time to devote to a 
discrimination complaint. We made several phone calls, suggested 
referrals and the situation was resolved. 



APSXlt 1986 
flOOSIMG/ACTOAL AIDS 

A young dentist initiating a private practice subleased office 
space frcm a senior, established practitioner. After working 
together successfully for the first months, the senior dentist 
learned that the younger dentist was treating patients with AIDS 
and had agreed to having his name placed on a professional 
services referral list for people with AIDS-related conditions. 
The senior dentist insisted the younger dentist cease treating 
AIDS patients and remove his name from the referral list. When 
the younger dentist announced his intention to continue to offer 
his services to the AIDS-af f ected community, the senior dentist 
terminated the sublease. The younger dentist filed a complaint 
with the Commission, a public hearing was held on the matter and 
all parties are now awaiting a decision. 



JAMOARY 1987 
B00SIII6/PBRCBIVBD AIDS 

An organization attempting to establish a national AIDS hotlii 
signed a lease with a realty company for the rental of office 
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space. Prior to the date of occupancy, the company denied the 
hotline organization keys to the space, explaining that other 
tenants objected to the presence of an AIDS-related group. There 
was apparently a fear that people with AIDS might work in the 

1 w L®^^*' ^® ^^^^ hotline organization filed a complaint 
with the Commission. A speedy investigation ensued, probable 
cause was found to credit the allegations of the complaint, and 
tne space was "posted" by the Commission (a process whereby the 
space is officially removed from the marketplace until the matter 
is resolved) all within approximately 24 hours of the filing of 
the complaint. Given the impetus of this process, the AIDS 
hotline director found he was then able to negotiate with the 
landlord to successfully obtain suitable office space. 



MAT 1987 

■odsimgmctuaii aids 



If liwed in a Manhattan residential building 

which had at least three other tenants with AIDS, was suddenly 
subjected to many offensive tactics allegedly perpetrated by the 
owner, superintendant and handyman, all of whom had recently 
begun to occupy space in the building. During the winter months, 
the landlord repeatedly left the building on weekends, first 
shutting off the heat and locking the entrance to the boiler 
room. On other occasions the handyman assaulted and threatened 
two tenants in the building, referring to each of them as "a 
faggot who has AIDS." The Commission accepted a complaint from 
the man with AIDS, found probable cause, and is attempting to 
resolve the matter before proceeding with the scheduled hearing. 

PPBIiIC ACCOMHODATIOWg 

« u ^iT^® term "public accommodations" as defined in the New 
^^^n^Si^ Adminiscrative Code, includes all establishments which 
lf^^^for^''*^^*^ services to the public. Because owners and 

t?" ^^,^-hese places of public accommodation are subject to 
the whims and prejudices of their clientele, there have been a 

reported incidents where persons with AIDS were 
excluded from or denied access to a rlacs service. Often the 
t!;St^h2«in2«^^"^"S^ i« ?'?**^ 8taffme«6ers threlt.ned io SJit or^^ 

^k"i"'^S*' ufS^^''!.^^? P^"^'^ "^^^ AIDS vras given 
access. The law forbids this discriminatory practice snd the 
Commission has acted accoidir*gly. ^^^^^ ^na cne 




s 

s 



nuhliri.:^. S ? . c^'^c®^'^ ^^out AIDS which permeate the 

Sy«i;L*^®2** * society we must resist succurobinrto 
misinformed panic. As a human rights agency, it is Imper 
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that a clear message be repeated to all: AIDS-Related Discris- 
liMtlon is Illegal and Will Rot Be Tolerated. 



DISCRIMINATION IN PUBLIC ACCOMMODATIONS 

This section x8 broken into subcategories, because the term 
Public Accommodations* includes not only public places, but 
services available to the public, including health-related 
services. Naturally, people with AIDS must seek a wide variety 
of health-related services and they experience discrimination in 
this pursuit. For convenience, the section is broken into: 
dentists and dental clinics; hospitals; health clinics; drug 
treatment facilities; and other health-related facilities or 
services. 



DEMTISTS AMD DBMTAL CLimCS i 

As of the date this report is being issued, the Commission 
has accepted 25 complaints of discrimination against private 
dentists and dental clinics. Several other dental compltin^.s 
were settled without resorting to the formal complaint process. 
This is a compelling arena of discrimination because of both the 
widespread denial of dental services faced by people with AIDS 
and the urgent need for such services. Because people with AIDS 
suffer immune deficiencies of varying severity, a simple 
infection can, if untreated, develop into a life-threatening 
crisis. The Commission has settled complaints; reversed the 
discriminatory policies of several dental practices; obtained 
treatment and/or monetary compensation for complainants; 
responded to a jurisdictional challenge posed by a leading NYC 
dental society; and, through active pursuit of all the foreaoinq, 
has brought the debate into the public arena. The result of 
^S^^!!!!^^**'^*?*'^^".®". P"^^®"' « series of meetings 

^ S!!?.h''"*'2^!^°^^**'^?^ ^'^^ Department 

Of Health and the Commission. A helpful, constructive dialogue 
has ensued and the ripple effect from this exchange may well have 
a positive effect on the national level. Representative dental 
complaints have been included in this report to indicate ?he 
scope of this problem: 



MARCH 1987 

DBMTXST/DBMIAL OP SKRVICBS/ACTOAL AIDS 

A man with AIDS saw a dentifjt in private practice to arrange for 
necessary dental care. During the course of the visit he 
voluntarily informed the doctor that he had AIDS. The doctor 
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completed the examination, took X-rays, ouggested a referral £or 
root canal work and accepted payment £or services. However, 
after the man left his office, the dentist sent him a letter 
returning both check and X-rays and explaining that his office 
could not treat people with AIDS. The doctor claimed he could 
not properly sterilize his instruments and noted that the 
iinerican Dental Association, the Centers for Disease Control and 
the New York State Department of Health have issued guidelines 
reconunending adequate and necessary sterilization techniques for 
all patients for all viruses (including hepatitis and AIDS). The 
Commission accepted a complaint from the man with AIDS. The 
dentist, through his professional affiliation, has challenged the 
Commission's jurisdiction over private practice dentists and this 
issue is currently before an administrative law judge for 
determination. 



OCTOBSR 86 

DBNTiO. CLINIC/DBNIAL OP SERVICES/ ACTUAL AIDS 

A man who belongs to an employee's union arranged to receive 
dental care from the union's dental clinic. Re voluntarily 
informed the clinic of his AIDS diagnosis. The dentist refused 
to treat the man, explaining that their policy prohibited serving 
people with AIDS at the clinic. Instead such clients were 
referred to a hospital dental clinic for treatment. The man 
filed a discrimination complaint which challenges both the legal 
and scientific basis for this policy. The Commission has 
accepted and is attempting to resolve complaints from this man 
and two other members of the union who related similar 
experiences. A formal hearing is scheduled on these complaints. 



J AN- JUNE 1987 

PRIVATE DENTAL CLINIC/ACTUAI* AIDS 

Many reports were received at the Commission that a chain of 
private dental clinics in New York City had a firm policy of 
refusing to treat anyone with AIDS. A Commission investigator 
called the clinic, ostensibly to arrange an appointment. Once a 
treatment date had been scheduled, the investigator said that he 
had AIDS. The receptionist apologized and said that, in that 
case, the clinic would not treat him. Nu referral was offered 
until the investigator pressed the clinic agent for some sugges- 
tion as to where he might obtain treatment. The Commission has 
accepted two individual complaints against this clinic; both were 
resolved to the satisfaction of the complainant. The Commission 
is now planning to place test calls to the clinic to see if the 
policy has altered and, if not. Commission-initiated complaints 
will be filed against the entire chain. 



PONERAL H0HB8 

The Systemic Approach to Investigation 
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During the period covered by this report, the Commission's 
AIDS Discrimination Unit regularly attempted to settle individual 
complaints of funeral home discrimination on a case-by-case 
basis* Then in July of 1986 the Commission charged three funeral 
hones with AIDS discrimination* These charges were not filed by 
an individual complainant but by the Commission itself* They 
were based on GMHC's (Gay Men*s Health Crisis') reports of 
widespread discrimination against people with AIDS by the funeral 
oomes. The funeral hom^s were charged with maintaining an 
alternate, higher price structure for services when the death was 
AIDS-related; insisting on unnecessary and costly funerary 
appurtenances (e*g* special seals and casket cover's); refusal to 
embalm; or outright refusal to deal with the body in question* 

One of the homes charged challenged the Commission's 
jurisdiction in court* The resulting court decision supported 
the Commission's jurisdiction to investigate such complaints* It 
further clarified three points: 1) that funeral homes are 
covered in the law's prohibition against discrimination in the 
area of "public accommodationj " 2) that people have rights not 
only in life, but also in death, and are entitled to be treated 
with dignity in both states; and 3) that family members and life 
partners may file complaints of AIDS discrimination on behalf of 
the deceased, despite the fact that they themselves do not have 



As a result of this decision and the continuing efforts of 
the Commission, concerned community groups and certain leaders 
within the funeral industry, this problem has been sharply 
curtailed, though not completely eradicated* As part of our 
response to this type of discrimination. Commission 
representatives met with representatives of funeral directors' 
associations and participated in large educational forums for one 
association's membership* 

In 1987, the Commission again utilized this process and 



AIDS* 




FUNERAL HOME CASES: 



JOLT 1986 

FOKBRAL BOHB/ACTUAL AIDS/POBLIC ACCOHIIODATION 
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The mother of a nan who had recently died due to AIDS-related 
conplilcations called to report that a funeral home in Queens 
charged her several hundred dollars extra for embalming her son's 
body and also required her to purchase a "special kit** that was 
totally unnecessary. We contacted the director of the funeral 
hone and the extra charges were dropped. He also agreed to alter 
the funeral home's policy to deal in an equitable Sidnner with the 
bodies of those who die due to AIDS complications. 



A0608T 198( 

POniAL BOM/ACTOAL AID6/P0BLIC ACCOHMODATION 

A woman whose seven year old son had died due to AIDS-related 
complications called. She had been unable to find a funeral home 
that would provide both embalming and viewing serviced. She had 
finally found one funeral home which agreed to allow viewingf but 
they required that the mother purchase an unnecessary glass 
casket cover which cost an extra $500. We contacted the funeral 
director and reminded him of the Commission's agreement with the 
funeral association of which he was a member - that full 
services^ including embalming and open casket viewing # would be 
provided to the families and friends of people who have died due 
to AIDS-*related complications at no additional cost* unless 
additional costs were incurred by the funeral home. The 
situation was resolved. 



HBALtH CARK FACILITIBS 



Unlike the large number of allegations of employment 
discrimination based upon the perception of AIDS in a healthy 
individual, the majority of reports alleging discrimination by 
heal th~r elated public accommodations such as hospitals and 
clinics are, naturally, from people who actually have AIDS. Many 
of the systemic reports involve service providers and life- 
threatening situations; there can be very serious consequences to 
discriminating against a person with AIDS. 

Doctors, dentists, ambulance drivers, hospital cleaning 
and food preparation staff, laboratory technicians and therapists 
have reportedly refused to deal with AIDS patients who require 
their services. The range of rejections by service providers 
extends to nursing homes, most of which categoricalls deny access 
to patients with AIDS. Here the social worker rather than the 
patient with AIDS usually has direct knowledge of the discrim- 
ination and it is this individual who contacts us. The scope of 
service rejections is devastating. 



HOSPITALS: 
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A large number of reports of .Mds discrimination emanate 
from the hospital setting. Because the individual is usually 
still a patient within the hospital vhisn the report is received 
and xB thus continuing to experien'je the problem, the 
Ccmission's usual route is to call the hospital's patient 
representative or another appropriate administrator to see if the 
difficulty can be remedied without resorting to a formal 
complaint* This process has proven very succescful and most 
complaints are resolved within 24-48 hours. On other occasions, 
the family of a person who has died of AIDS-related complications 
chooses to fiJe a complaint of abusive treatment by a hospital 
after the event. In such cases, there is the luxury of time and 
thus a full investigation can be conducted. A few examples of 
the types of hospital complaints the Commission received are 
listed below t 



HOSPITAL CASES t 



ARIL 1987 

BOGPITAL/ACiaAL AIDS 

The mother of a young blind man with AIDS (who has since died) 
stated that he was subjected to judgemental and moralistic 
treatment during a stay at a public hospital. During the 
emergency room intake procedure, doctors embarrassed him with 
inappropriate questions about his sexuality and specific queries 
regarding the sexual practices in which he engaged. This 
questioning delayed the delivery of necessary care, irhen he 
refused to answer these questions, staff repeatedly threatened, 
•You don't want to die, do you?* During his subsequent hospital 
stay, nurses regularly refused to change his bed sheets, provide 
him with a bedpan, serve him meals or give him hl^ket at 
night* The hospital also, the mother charged, ^ ^ ^d to supply a 
companion for him, as would be their usual pra vere it not 

for the AIDS diagnosis. Many staff members als . ly expressed 
antipathy towards patients with AIDS. The mothe led a 
complaint and the Commission is investigating thb -utter, while 
also meeting with hospital representatives to en that non- 
discriminatory policies are definitely in place this time. 



DBODOD 19U 

BOSPITAL/DIAIiTSiS KBFOSAL/ACTUAL AIDS 



A social worker whose client had been diagnosed with AIDS and was 
in imcediate need of dialysis called to report that her client 
5ti"3 referred back and forth between two hospitals. Both 
refused to provide him with dialysis, alleging that they had no 

Commission was able to renolve the situation 
when, after several phone calls from a Commission advocate, one 
of the hospitals agreed to provide the man with immediate 
dialysis* 
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APRIL 87 



DOC1t»/H06PrrAL/RBPIlSAL OP TRBATMCIff/PBRCBIVBD AIDS 

A gay man in need of medicaJ care visited a physician whom he 
located through a listing sUt.plied by his health plan. While 
responding to the doctor's inquiries regarding his medical 
history f the nan said he was gay and added that he did not have 
AIDS. The doctor skeptically questioned the nan's assessnent of 
his health status and refused to perforn the required procedure, 
instead referring hin to a specialist at a hospital. The 
specialist, allegedly acting in accordance with hospital policy, 
refused treatnent and made a referral to another facility - again 
specifically because of the man's sexual orientation. The 
original doctor and the specialist informed the Commission that 
•health concerns* justified their automatic referral of any gay 
patient, regardless of AIDS or HIV antibody status, to outside 
facilities. The man filed a complaint with the Commission and 
the matter is presently under investigation. 



APRIL $7 

HOSPXTAL/DISCRINIHASORy TRBATfUnfT/ACTDAL AIDS/CHILD 

An eight year-old girl with AIDS was admitted to a public 
hospital and was subjected to abusive treatment during her stay. 
The staff prohibited her from using the common bathroom; nurses 
would not serve her meals and instead left trays in the hallway; 
her wheelchair was labelled in an offensive manner; and one nurse 
threatened, "If you don't stay in your rooii, I will tie you to 
your bed." The Commission accepted a complaint from the child's 
mother and was investigating the matter when the child died. The 
mother has expressed her continuing interest in pursuing the 
matter in the hope that "this won't have to happen to another 
child.* The investigation will therefore continue. 



JOMB 87 

HOSPITAL BARBBR/dENIAL OP SRRV I CBS/ ACTUAL AIDS/STSTBMIC 

The lover of a man hospitalized with AIDS called to report that 
the hospital barber refused to give patients diagnosed with AIDS 
haircuts because of the nature of their illness. After the 
Commission contacted the hospital administration, another barber 
who is willing to provide hair-cutting services to all patients 
regardless of illness or disability was hired. Jurisdictional; 
no formal written complaint filed. 



OTHER CLINICS ; 



NAY 1987 
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CLimC/numD/PKRCBIVBD AIDS 

A Ban with ARC called the Conmission. Re had responded to a 
clinic's advertisement which appeared in a gay publication. The 
ad stated that the clinic specialized in dealing with venereal 
wart8« The man used the clinic's servicesr informing them that 
he had been recently diagnosed with ARC. He said the operation 
he then underwent at the clinic was "botched" and he ended up 
having to spend a month in bed. Insurance bills then came inr 
listing a price much greater than that quoted to him by the 
clinic* The caller said he suspects the clinic preys on gay men/ 
knowing that many are in no position to question an inflated 
bill, since they fear the insurance company might find out they 
are gay, HIV positive, or have ARC or AIDS. We referred the 
caller to the Consumer Fraud Unit of the Attorney General's 
office. 



JUMB 1987 

CLiaiC/ DBHIAL OF SBRVICBS/PBRCBIVBD AIDS 

A gay man called to report that when he visited a private medical 
clinic, he was told by the attending nurse that because of the 
AIDS epidemic, any patient suspected of having a sexually 
transmitted disease was required to be treated only at a city 
(public) clinic. The man left the clinic and paid extra money to 
be treated elsewhere. The Commission intervened and as a result 
the clinic reimbursed his expenses, sent him a letter of apology 
aud changed its policy so that all patients will receive prompt 
attention at this facility. 



DROG TRBATMMIT FACILITIB8 



Because of the connection between intravenous drug use ard 
AIDS, both active and recovering intravenous drug users are 
experiencing discrimination. Reports have been filed with the 
Commission that certain drug treatment facilities require HIV 
testing before admission, and that others eject those suspected 
of having AIDS or ARC or being HIV-positive. Residents of drug 
treatment facilities and persons who are registered with out- 
patient methadone clinics have complained of discrimination 
experienced in the neighborhood of the facility. And former 
intravenous drug users have experienced difficulty obtaining 
medical services after admitting to past IV drug use. 



HARCH 1987 

I>TOLIC ACCOKHODATIONS/RKCOVBRING DRUG USERS/PBRCBIVBD AIDS 

The director of a live-in, drug-free treatment program called to 
say that the residents experienced difficulties obtaining 
services in the neighborhood immediately surrounding the 
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residence. He said there was a strong perception among 
neighborhood merchants that the facility's residents were "AIDS 
carriers" because they had been int*:avenous drug users. For this 
reason, residents had been denied <intrance to various stores. We 
advised him of the illegality of this practice and suggested he 
direct residents to the Commission when this next happened. 



JAMOARY 1987 

DR06 RBBABILITATION PROGRAN/DBHIJa. OF SBBVICBS/PBRCBtVKD AIDS/HIV 

A woman called to say that she was dismissed from a 
rehabilitation program located in Harlem because the director of 
the program found out that she is HIV antibody positive. The 
Commission was able to call program officials and resolve the 
situation by providing AIDS education for the director of the 
program and helping him to formulate a non-discriminatory policy 
regarding clients who are known to be HIV positive or who have 
been diagnosed with AIDS or ARC. The caller was readmitted to 
the program. 



MAY 1987 

NBTHADORS CLINIC/DBHIAL OP SKHVICBS/PBRCBIVED AIDS/ SYSTEMIC 

A Physician's Assistant working with substance abusers at a city 
hospital called the Commission to report that a methadone clinic 
with which the hospital dealt terminated a number of patients 
who, because the patients exhibited candidiasis [or another 
opportunistic disease associated with AIDS) were perceived to 
have AIDS. She said this was a regular occurrence but patients 
wouldn't take action against the clinic because they feared 
reprisal. We advised her of the protection afforded complainants 
under the law, and she recently referred an aggrieved individual, 
from whom the Commission took a complaint. That matter is 
presently under investigation. 



JOMB 1987 

DROG RBBABILITATION CBNTSR/PBRCBIVBD AIDS 

The administrator of a live-in drug rehabilitation center ejected 
a man who had been successfully recovering from his addiction 
after participating for two months in the program. They 
perceived bim to have AIDS and openly told him that this was the 
reason for forcing him out of the center. He was. not provided 
with any referrals to other facilities and, having no resources 
of his own, necessarily relocated to a men*s shelter. He filed a 
complaint and the Commission is now investigating the matter. 



OTHER PUBLIC ACCOMMODATIONS 



219 



KnOh 1987 

ABORTIOH CLIHIC/DBNIM. OF SBRVICBS/HIV 8TAT0S 

A woaan called the Cotssiission because she had been ejected from a 
Bronx abortion clinic when^ during a regularly scheduled 
appointment, she inforned the clinic staff that she is HIV- 
positive. She said they just told her to "get out.* We urged 
the woman to come in and file a complaint but she did not do so, 
nor did she reveal her own name or the name of the clinic. We 
were thus precluded from further action. 



MOVBNBBIt 86 

RBSIDBaCB PACILITT/ARC 

The Commission was contacte^ by the parents of a 17 year old 
severely retarded girl who had been living for some time in a 
residence specializing in the care of the severely retarded. She 
was sent to « local hospital for some tests and while in the 
hospital she was diagnosed with ARC. The home where she had been 
living contacted the mother and stated that they would not take 
her daughter back. Their primary reason for this decision was 
that the staff were afraid of AIDS. The Commission offered to 
file a formal complaint if necessary but suggested to the parents 
and the staff of the residence that a problem-solving approach 
might work best. The family met again with the director of the 
home and suggested education for the staff as one solution. 
After many conversations with the administrators of the 
residence, the Commission arranged for the facility to be visited 
by a member of the AIDS Education Unit of the city"*s Department 
of Health. A session was held wherein the fears and questions of 
staff were raised and addressed. This approach worked and the 
situation was resolved. 



NARCB 1987 

POSTAL SOTICB/ACTOAI. AIDS 

A major postal/delivery service refused to pick up packages from 
or deliver packages to a residence facility because it housed 
people with AIDS. The director of the residence filed a 
complaint on behalf cf the residents and the Commission worked 
with all parties to arrange an amicable settlement through 
arranging AIDS education for the delivery service staff and 
designating a contact person within the ortjsnization who will 
deal with any future dilf iculties. 



JANDART 1987 
SOCIAL SOTICBS/ARC 

A woman diagnosed with ARC had been trying to me^.^ with he 
social worker for over a month when finally she called the 
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COBunission to complain. She stated that every time she had a 
scheduled appointment r the social worker called and cancelled the 
meeting. The caller also alleged that the last time she was to 
speak with the social worker she was asked to wait outside the 
building and was finally interviewed by the director of the 
Center who told her that the social worker did not want to deal 
with someone who had been diagnosed with ARC. We referred the 
woman to the Crisis Intervention Unit of the city's Human 
Resources Administration, a unit which deals with the service 
problems of people who have AIDS or ARC. 



NOraiBBR 1986 

Aira/KIBLIC ACCONMODATIOIl/aTILITIBS/HOSPITAL SBTTING 

A doctor called from Harlem Hospital because a telephone 
installer flatly refused to install phones in the rooms of AIDS 
patients. This individual was the foreman of the work-crew 
assigned to the hospital and thus none of the workers would agree 
to perform this service. As a result, at least two patients with 
AIDS did not have telephones. Through advocacy the Commission 
was able to resolve the situation and insure that the telephones 
were connected. To date, there have been no more complaints from 
Harlem Hospital regarding this issue. 



NAT 1987 

RETAIL STORB/PBRCBIVSD AIDS 

The owner of a sportswear store prohibited a gay male customer 
from trying on a pair of pants he was considering purchasing* He 
was told by the store's owner that he would have to buy them 
without trying them on. The salesperson further refused to allow 
the man to return or exchange the pants if he decided to buy 
thefflf explaining that the clothing would be "contaminated with 
AIDS." When the customer protested that AIDS is not transmitted 
via clothing, the salesperson replied that other customers might 
not know this and might therefore become alarmed. The man filed 
a complaint and the Commission is investigating these 
allegations. 



A WOTB ABODT IHSURAMCBi 



The Human Rights Law does not specifically exclude 
insurance from its definition of "public accommodation." How- 
ever, the Commission's Legal Department is reviewing case law to 
determine if we are precluded from accepting complaints against 
insurance companies. Meanwhile, the Commission Is keeping a 
record of reported incidents of discrimination by insurance 
companies in order to document the problem. Complaints have been 
made against insurance companies for their refusal to cover 
treatment costs for people who have AIDS, their arbitrary 
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termination of insurance coverage and their repeated contention 
that AIDS constitutes a pre-existing condition and is therefore a 
valid basis upon which to cancel a policy. This has been 
reported even when an AIDS diagnosis occurs well beyond the end 
of a waiting period and although the patient had no prior 
knowledge of his condition. The New York State Conunissioner of 
Insurance has issued a regulation prohibiting use of the HIV 
antibody test for determining eligibility for health insurance in 
New York state. The insurance industry has indicated that it will 
go to court to challenge this regulation. 

CHILDREN; 



A number of AIDS and AIDS-related discrimination cases involving 
children have been brought to the Commission. In 1986, 71 of all 
caseSf (and in the first six months of 1986 2% of all cases) were 
brought on behalf of children. A sample of those cases follows: 



JOMB 1987 

CHILD/PBRCBIVBD AIDS/BIV TEST 

The father of a three year old girl called because he had been 
contacted by the local office of a child welfare agency. As part 
of their investigation, he and his daughter (who were both on 
Medicaid) were ordered to take the HIV antibody test. This 
request was made because the office found out that his deceased 
wife was suspec^ea of being HIV-positive. When he objected, he 
was told that tnis was in the best interests of the child and 
that the agency would remove the child if he refused to comply. 
Through advocacy, the Conunission was able to halt the test 
request. It was then established that the agency's formal policy 
stated that HIV testing could not be required, m fact, such 
requests were supposed to be discouraged except where medically 
necessary. The test request was withdrawn and the agency has 
plans to clarify its policy on the issue and educate its 
personnel. 



APRIL 1985 

SCBOOL/PBRCBIVBD AIDS/CBILDRBN 

A female social worker, whose caseload included a roan with AIDS, 
called to report that two of the man's three stepchildren (all of 
whom were stated to be •in excellent health") were being kept out 
of public school. One of the children, an eleven year old, 
attended a school where the officials discovered that her 
stepfather has AIDS; they immediately sent her home. The parents 
were told that she wouldn't be allowed to return because they 
can t guarantee the safety of the rest of the children." To 
make matters worse, an official of the school called the 
officials of a school which another sibling attended (& ten year 
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old) and alerted them to the health status of the stepfather. 
The officials at the second school then decided to bar that child 
from attending. A doctor who is part of the AIDS team which 
works with the stepfather wrote the schools to state that there 
is no reason why the children should not be allowed to attend 
school* We suggested that all parties contact the AIDS Education 
Unit of the NYC Department of Health. The social worker informed 
us that an AIDS Education speaker went to both schools to calm 
their fears and as a result the children are now back in school. 



SBprmnt i986 

scaooUttBCEvncD aids/biv/cbildrbn 

A woman whose sister recently died of AlDS-related causes called 
because her sister's sons were directed by the headmaster of 
their school to take the HIV antibody blood test or not be 
allowed to return to school. The headmaster was contacted by the 
Commission and the situation was resolved. 



OCTOBSR 1986 

SCHOOiyCHILDRBN/PBRCBIVSD AIDS 

A private school expelled a young child after learning that her 
auntr with whom the child lived, had AIDS* The school first 
insisted the child receive a medical checkup, and then, fearing 
the loss of enrollment if others found out, unequivocally refused 
the child admission* The child's mother filed a complaint and 
the Commission found there was probable cause to credit the 
allegations of the complaint. The Commission will present the 
complainant's case at a public hearing in September, 1987. 



PRISON, COORT AND PAROLE SYSTEM ; 



As mentioned earlier, a number of reports of AIDS and AIDS*- 
related discrimination emanate from the justice setting. In 
1986, 3% of all cases and in 1987, 17% of all cases involved the 
prison, court or parole/probation systems. Sample reports 
follow; 



JUMB 1987 

PRISON/COORT/HIV AMTIBODY TBST 

A prisoner in a Westchester County facility had blood drawn for a 
hepatitis test* Without his consent, his blood was tested for 
HIV* Before the results were even known/ his file was stamped 
"BEWARE BODY FLUIDS*" When his court date came up, the prison 
guards refused to transport him to the courthouse* When the 
Judge asked why they wouldn't transport the man, the guards 
announced, in open court, that it was because "he has AIDS". A 
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newspaper reporter was present at the time and ran a story on the 
incident^ naming the prisoner and stating that he had AIDS. 
Sventually, because transportation could not be arranged and also 
because of the fears of court officers, the Judge held the 
hearing at the prison. The blood test results then came back - 
negative for BIV antibodies. The newspaper had since run a 
retraction of their story. No jurisdiction. 



OBCBHBn 1986 

mrC FKlSOH/COORT/TRJUISKKtTATION/ACTUAL AIDS 

A detainee at Rikers Island called the Cou&aission to report that, 
because he has AIDS, his court dates were needlessly postponed or 
cancelled. As a result, he stated, his incarceration has been 
unnecessarily prolonged. Re said that when he had recently been 
brought to Criminal Court in Brooklyn, he was left waiting in 
handcuffs in a cold truck outside the courthouse for over three 
hours* At the end of three hours, a corrections officer merely 
authorized his return to prison, without providing a reason for 
the delay* The next two times he was scheduled for court 
proceedings, corrections officials claimed they had not received 
notices from the judge ordering him before the court and 
therefore refused to transport him. The Commission, lacking 
jurisdiction to formally investigate these and similar matters, 
reported the allegations to the Office of Grievance Programs at 
the New York City Department of Corrections. 



JUm 1987 

HIV/COIiriOBimAI.tTY/CO0ItT STSTBM 

A woman called the Commission because she had been charged with 
assault. During the court session to hear the case, the person 
she allegedly assaulted stated that she had bitten him. Re said 
that, if she would consent to take the RIV antibody test - and if 
she tested negative, he would drop the charges* The woman called 
because she had since gone to an anonymous test site and tested 
BIV positive. She didn't know what to dc. We told her that the 
Commission doe^n*t have jurisdiction over the court system but, 
since no one had contracted AIDS from a bite, she should direct 
her lawyer to argue that the test is inappropriate. We contacted 
a lawyer who had successfully defended a woman from similar 
charges and arranged that he would speak to our caller's lawyer. 



JUHB 1987 

BIV TBSTING/PAROLB STSTBM 

A counselor from an anonymous HIV test site called to report that 
three people came to the site requesting to be tested because 
their parole officers ordered them to do so. We arranged for 
AIDS education to be provided to the parole officers and alerted 
parole system administrators of the need to further educate their 
staff. 
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WOtCa 1987 

UTS PAROLB/aXV AMTIBODT TBST/PBRCBIVBD AIDS 

A man who was recently released from a correctional facility 
called the Commission to report that his parole officer had 
^ ordered him to take the BIV antibody test to determine if he has 

AIDS. The Commission contacted the parole officer and the New 
York State Division of Parole^ provided both with appropriate 
AIDS education and resolved the situation. The man did not have 
to take the test. 



APRHi 1987 

HTC PRISCMI/FHTSICAL VIOLBMCB/ACTOAL AIDS 

A detainee at Rikers Island called the Commission to report an 
incident of AIDS-related discrimin Ion. Khile transporting a 
prisoner with AIDS to Bellevue Hospital to receive AZT treatment y 
a corrections officer commented: *you can take all the drugs in 
the world; you're all going to die.' The caller alleged that the 
officer then hit the prisoner in the face with handcuffs and 
kicked him in the stomach. The prisoner required emergency room 
care including stitches on his face. The Commission reported 
these incidents to officials at the New York City Department of 
Corrections and the matter is being investigated. 



BIAS & VIOLENCE t 



This report touches briefly on the widespread problem of 
bias and violence directed towards those who have or are 
perceived to have AIDS. People with AIDS have been mortally 
attacked (and in one case set on fire) in their hospital beds; 
landlords have physically attacked tenants who have AIDS with 
lead pipes and knives in an effort to drive them from their 
homes; a residence for children^ some of whom were thought to 
have AIDSr was burned to the ground before it could open its 
doors; and scores of reports have been received from gay men whOy 
simply because they presented an exposed target on the street^ 
were violently attacked by sociopaths who shouted anti-AIDS as 
well as anti-gay epithets throughout the assaults. Recognizing 
that AIDS stigma has become an i;.due affecting the stability of 
whole communities r the Commission's Bias Response Team works 
together with community groups (for example the NYC Gay and 
Lesbian Anti-Violence Project or a coalition of community boards 
in an area hard hit by AIDS) and the New York Police Department 
to monitor and investigate these incidents, it can only be hoped 
thatr through continuing education, the attitudes which foster 
such attacks can be diminished. Bias/violence reports follow: 
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arm X9%7 

OOMMOKCXAL SPACS/FKRCBIVID AIDS/BIAS 

An AIDS inforaation and referral center was established in the 
RichMOnd Hill area of Queens# New York. The group had located 
anc leased coMiercial space and was engaged in their day-to-day 
operations when they experienced AIDS backlash firsthand. 
Although welcoaed by some segments of the community, a coalition 
was forsed by the Richmond Hill Block Association, the Richmond 
Hill Developsient Corporation and one state assemblyman to drive 
the center out of the space they legally occupied. This 
coalition attempted to pressure the landlord to br ak the AIDS 
Center's lease. An article appeared in New York Newsday, quoting 
the coalition as saying the Center posed "a risk to the 
community." The Commission assisted the Center in their effort 
to retain the commercial space they had leased and the field 
offices of the Comission continue to investigate the bias aspect 
of the situation. 



AUGUST 1916 

BIAS/VXOLBNCB/PBRCKIVBD AIDS 

Two groups of gay men were attacked in two separate instances on 
the same niuht, apparently by the same group of five golf club- 
wielding white men. (One of the gay groups was made up of three 
Hispanic teenagers; the other of two white men.) The gt.y men 
were beaten in both instances andr as a result, one of the 
teenagers had to be admitted to the hospital because of a wound 
incurred when he was hit in the forehead with a golf club. This 
gang preyed on gay men in the West Village because, as they 
phrased it, they wanted "to kill AIDS faggots." The assaults 
were reported to both the police and the Commission's Bias 
Response Team. 

THB COMHISSIOM'S RBSPOMSB 

What can be done about all these problems? The Commis- 
sion s response has been multi-f acoted. First, we have made full 
use of local civil rights lai^ and other protections which now 
exist and can be called upon to faciliate solving the dis- 
crimination problems faced by people with AIDS. 

Second, we have come to recognize, as have most other 
organizations dealing with people who have AIDS, that many 
problems can best be solved by assuming the role of ombudsman. 
By the creative use of advocacy, many problems can be resolved or 
settled very rapidly. Obviously, when a complainant is very ill 
or in an emergency situation, even a relatively speedy, 
traditional investigation may be impossible or inappropriate. 
Advocacy thus remains the best route and must become more widely 
available to those who suffer this type of discrimination. 
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Thirds we have recorded all the complaints which have been 
brought to us« By documenting these problems r our intention has 
been to obtain clear indications of the nature and extent of AIDS 
and HIV-related discrimination so that we can begin to suggest 
and provide specific remedies. 

Fourth r education remains critical and surely the best 
offensive measure. Effective education can not only deter 
transmission of the virus, it can also prevent the fear and 
ignorance which lead to the discrimination which causes so much 
suffering and severely undermines our best public health efforts 
to control the epidemic. Our role in the education process has 
been to apprise people of the civil rights aspects of this crisis 
and to encourage or incorporate transmission information and 
health education^ when appropriate^ as part of settlements or 
training sessions* Additionally r this year the Commission 
launched an intensive education campaign r involving both print 
and video formats # designed to educate the public about the 
illegality of AIDS and HIV-related discrimination. 

There is also a need to continue to tackle rough issues: 
What of the constitutional and medical ethics of mandatory or 
routine UIV antibody blood testing? And will coercive measures 
undermine our best public health efforts? What effect does 
expanded testing have on the incidence of HIV-related 
discrimination? Where should test results be recorded and who 
should have access to them? How can we ensure confidentiality 
and prevent further discrimination? Though there has been much 
discussion about this issuer it is still unclear what controls 
must be legislatively instituted. In additionr because we see a 
trend toward the establishment of AIDS-segregated facilities 
(which on the one hand may upgrade the level of care afforded an 
individual with AIDSr particularly where discrimination is still 
rampant) we need to consider whether this segregation is the best 
long-range solution or will it perpetuate the stigma and increase 
discrimination? He must also find a way to acknowledge that 
public health and human rights are inextricably intertwined and 
must be recognized an necessary allies in the battle to halt this 
tragic epidemic. 

Although the CDC has recently expanded the definition of 
AIDSr puolic health officials and community spokespeople continue 
to cite a severe under reportage r especially among those people 
who have HIV-related infections which are not categorized as 
AIDS. ARC (AIDS Related Complex) is covered under the Human 
Rights Law*s protections for the disabledr but this fact has 
received minimal and confused coverage in the news. We know that 
the number of people with ARC is many times greater than the 
number with AIDS. People with ARC arer in many casesr quite ill. 
Howeverr because people with ARC don't officially have AIDSr they 
are not always eligible for the services and assistance available 
to people with AIDS. They too are encountering discriminationr 
and there is still a need for a body of knowledge regarding the 
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experiences to which a person witi> ARC is subjected to be 
a: sembled* 

It is the Commission's position that current legal 
protections must be fully utilized and thatr where a lack of 
protection is notedr clear and comprehensive statements must be 
written into the law so that people with AIDS and those who are 
perceived to be high AIDS risks are fully protected from discrim- 
ination. The extent of bias and backlash and the devastating 
impact of the discrimination we have witnessed leads us to 
conclude that confidentiality roust be rigidly adhered to; that 
mandatory testing is a counterproductive and dangerous measure; 
and that discrimination bast:d upon the perception of AIDS-risk 
roust also be considered illegal. 

Advocacy^ education and communication still remain our 
best tools. Willingr helpful and knowledgable advocates to act 
on behalf of those with AIDSr those with ABC and those perceived 
to be AIDS risks must be available in all areas. Governmental 
agencies^ private institutes^ community workers and care- and 
support-providei5 must communicate not only with one another but 
with thj? real experts — those who have AIDS or ARC — to under- 
stand their experiences and identify problems. 

The impact of Acquired Immune Deficiency Syndrome on our 
society continues to evolve. But the need for effective and 
creative responses to the problems it poses is already apparent. 
It is hoped that the experience summarized in this report can be 
utilized toward this end. By examining r understanding and 
working with a solid base of inforroation# the kind that can only 
be obtained through experience^ the AIDS care and support network 
can extend in a logical manner. It is f .ly by working together 
that we can hope to meet the pressing n^eds of all those affected 
by this crisis and to stem the tide of the stigma associated with 
AIDS. 



CONTACTS 



WITHIN THE AIDS DISCRIMINATION 



UNIT: 



Keith O'Connor 
Katy Taylor 
Mitchell Karp 
Charles Brack 
Otto de Mendoza 
Azi Khalili 
Ernesto Castillo 
Richard Reynolds 
Amber Hollibaugh 
Alisa Lebow 



566-1826 
566-5446 
566-7638 
566-0528 
566-0817 
566-0819 
566-0395 
566-2017 
566-5178 
566-5179 



** Statistics appear on the folloving page 
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STATISTICS ON AIDS-RELATED DISCRIWINATION COMPLAINTS 
RECEIVED BY THE NYC COMMISSION ON HUMAN RIGHTS 
DURING THE PBRIOu 
JANUARY 1955 - -JUNE 1987 



Breakdown by group 
MEN 



YEAR 



1986 
> niIlYe ar 
22^ (73%) 



196/ 



WOMEN 


64 


(20%) 


62 


(21%) 


CHILDREN 


22 


( 7%) 


6 


( 2%) 


♦♦TOTALS 


314 




300^ 




HIV ctatus 










AIDS 


152 


(49%) 


158 


(54%) 


HIV POSITIVE 


22 


( 7%) 


45 


(15%) 


PERCEIVED AIDS 


137 


(44%) 


89 


(30%) 


Type Of di8criminc*tion 










EMriiOYMENT 


80 


(25%) 


88 


(27%) 


HOUSING 


40 


(13%) 


42 


(14%) 


JUSTICE SYSTEM 


9 


( 3%) 


50 


(17%) 


INSURANCE 


5 


( 2%) 


11 


( 4%) 


PUBLIC ACCOMMODATIONS 


141 


(45%) 


99 


(33%) 


Public Acconunodations Subcategories: 








Hospitals and 
Health Care 


58 


(41%) 


32 


(32%) 


Funeral Homes 


17 


(12%) 


21 


(21%) 


Dental 


19 


(14%) 


27 


(27%) 


Other 


47 


(33%) 


18 


(18%) 


Incidents where HIV test was at 


issue 










17 


( 5%) 


38 


(13%) 



*♦ 40% of all reported cases of AIDS and AIDS-related discrim- 
ination are systemic. 




23d 



229 



S*nalo |xuiel 
IS told of 
Fla. fainilv's 
\IDS plight 

■ AIDS 

onvnuf^ iron) \^*if I 

It^i <»{»f«f«H-« vitd in 
ludrd >'if«n.>n Irom thrir 

MtMX "ai nrtitKci irocn trmpo- 



^MCMjmpn n ihr rirr «i» 



•ornr hm > »iur« h «T«ln( tOunvi 

vHXi^2 IV A ^<i1 i>V)k «r no 

Ah^n It ft ' >V1 wtvau ditlhtxri 
lid III irtrtr it>ni ^Mlitr jDti 




Tbm Of th« tour lUy chUdm of 
lUod; llcfti ud Hottcrt. «bo ar« 
CAftdfCf don aot hmrt tbt virut 

The >U>^ «TTr Irwil *ilnr— 

>rr whwh w n \%kWtn< « txl> .i< 
IfffO b» Ih* (tynmllirr i tuirnvin 

MwaM M Krnrtnjt lu 
lhorv< M<X) mitlhm to* AUVs irM 

included in thr mcaurr «i* 

lAirMni iitti pmjttitn *nd ihr 
i^rr^l 4 natrt «ilioo t(ir tioUliK« 
^ftt iTWaufT «lvt intkaV^ trd 
rr«l «nii'1i«rtimmAlit)n riilr« 

iifiliror ir<r Mil t (viyrrxN 



rn( t 



i s.xirtr* tn *(tMT*tH li' win whW 

bill f*o»f tlo*n ihi* «omiT>M nvn 
\ wur '4 fvvktiv rtin<ru(k>n 

ii« <t.<nii<VniLi1Tt jrK) ivndwrt 



ln( lo hU 



A m ili. n>M, Mt >bow» t > a 
bcsopblUMS, Mt« tested poaMiTV f< 

irvi «cquUTd (mtnunc drflcMYKy 
fVndfTtnir potnbil to (hr Kav* cx 
pmmrr »» «n indiraior at inAd 
^utir «utf «r»d kv-al («o(Htlorvt 
lof AU)Svtr1inv« 

Nt.vr4(4fKUK In Arodu lor 
riamplr wrrr ordmM t» Ihr (rd 
rrnirt lo «dmii iNr Hav itam 
Mill pdtfnli ul olhrf .M»drfn 

txuM (Uy %iid Ihr fhiWlrrn 
Utinl onK a iftrrii in vm^ arid 
ihil duftnit (hit «rrK (hr tAmilv 
«4« Ihr Urcrt at inlimidAilnc 
^itionrralh ttjil twt> h^tmhlhrmtv 
[}u(inx thfir i>nr «rrk in 
trhool Ihf fx»v« wfrf lin^uft 
whettm rhry wAnlrd (o kfTp ip) 

Mv hu<ilMni1 loid thrm <h«l 
wr w«x>td finiAb up Ihr wrrk and 
thm itvtkf 4 dcrmod At Ihr rfK) 
iifthrwTf-k Ihr bu»-i drfvtnl Ihrv 
wantrd ttfmnlinur 41 vhoo* Mv 
hti*h«nd and I wnv h^rpv rhjl 
vtmr nlKhi whilr wnr «rrr out 
tiur rnMT burnft] down koM 
rvtrythiim»r h»d 

ARn auf heuar tumrd down 
w« auiwd U) a nv/rl wrrr 
AM.M to tnvr thr tnoirt tmu^r 
<^ thr bov* «taiu« Aha Ihr pet 
«>n who t\A out tcv* (ur 
nrunv yran rrfuwd lo rut thnt 
harr whm «hr Immrd of thr pmi 
(tvr lOV Mlut Vbr h«vr drrided 
rw« lo <o h*rk lo An-«du 



StuialoiN lold of iamiirs plight with AIDS 



f. A^Hl^ 



(rr»ii>l ivkri h*l th«f 
hAd >«^f>rt t«»ui»f i-» thr AIDS 
ll^rti t>»f Vi>fvrd ••umtV 
Ihr ihiMffn » hjii !>^fU mlnl«l« 
«Hjjr*im th*» vt\ hiw 
NunUtr« AiKl r^entu*ll» Ih/ii 
ho«A«r txj/nro do* n 

Mr»n*hik « iMViki tv«irt t\*J 
'«tlrT vi «k>thofttU^ >c <tk^« 
hr irt>k .nl < h< A/(^)ki 



p»jW>r « faYit« tw«ui«r Ihr 
«cl>o»l t>4tlird At «llovin( Ihr 
th/TT hov» to mniK-t with 

.>thri ihiktrm 

So« Ihr Utmhi 1-4 lAJtitar and 
c liffoi'l R*y i« living andrr 
jiounJ Afraid u> thr prrjudlcr 
'hat fvk* di\fup««1 thru ltvt» 

iticy ftnnfni )mirrday how 
rvrr to arj(r a bmair p«nH lo m 
art InllaUtton to protrrt prapir 
j)tatiui wY'x t^ah ^nd i;uv<Yn 
Tirni •Kfif3#e» L« a tvunt inn 



'ViKV U ;wfVlK« and violmc* 
r«uanl by aniiny <»*« AIDS 

)>lanhed tj hrr huatand tM/ 
ttwyrr three «un* and daughter 
kay toU thr p*rMi A* yvu cao 
wv our bar*. Hlriiy Handv ai^ 
ttdten a/e Kllve hrsMhy rhU- 

Urrely bmiuw our bow ha4 ' 
aMnodiiw wtich ilmwvd tlim tC- 
tc pmtiwltv Ihr A03S rtni* aot1«^ 

AaJS i-ae la 



MIV or humin immumxVti 
amcy virut ii another run,^ lot 
Ihr A ins »iru< 

Thr Rav famil* < fiprrirnrr 
wl(ne<««n toU Ihr >r(vatf (uivl t« 
oor a number o< rp^v.V* <n>*inij 
rati erf pubitc SpprrlynMon 4ivJ 1^ 
noiMncr r)4 AH»» *nd trvw [wr 
>^ved to he likri* t« ><vitf*ft itx 

There l» <xaw»ldrral>lr vjm»* 
iK«»i *miM>i person *uh <w 
«l ruk lor AUJSihat iril<«Tn<iK>n 

their anithndv »utu< "ill 
<iul<irlv uvd axainu ihrm bvrtn 
plovfti m^utanrf <"ompaiiir» 
Urtdtonti *nd oiher* n^nJ Uwi 
nw K blrkkUnd a prD<eN«v .4 
psvchokvy A\ (he liiiitfrMit <>l 
Ma»«4(hu%eii« tr Anh/fti md 
prrMdrnt ol the Amerv-^n l<^trh<> 
k^Klral AahotuUvi 

The xlklitv c4 Ihr^ if^r^ > 
MppoitM b% eiampl~i <)l VI*> re 
l<teil diKrlminaiiun (xeMdiie 
and wto»ei»ce 

Sl/Vt' tand %itd I here ha« >«vn 
an inrreMe tn vtoimcT ti»\Mt 
*xnt of \tif hl<h tt«k <rr»»n» f"" 
faute c4 the lUV v«re ^hr vtM > 
the vv>lrTKr wma parttcMUrU di | 
rtrtedaiainV c*v tnen . 

PWiplf atr in4thler^l *ndiin 1 
(onututetv many folk l^ve a Mr I 
rrckt-pr a^airut i*\ pnr^ AtlJN 
fives thrtn an eu-uae lo Lt«h mil 
•CunMxays 

Or Lonnir K Unatow iruMee 
the Amenean Mndical Amuci 
f alkm toid the panel T>>e leaf oi 
AIDS vllmuUte^ di«.ttmmatu>n 
tflfkirvm it> vtriun* and tnrreMwn 
the ruh of (urther •prrad c4 Mlt> 
in (he popuUtton bv dt9n\ira<}n)i 
manv who are at hi^h ntk trom 
OMnuu( forward (or tcrrmiiUL 

Jotm haw beep kM AU». vtr 
tla>« have been evirlrd Horn 
Apkrtmrnta KtwntrhlUren hate 
^•m expetied and •ome %Ktim« 
, Imikc bren oMncuKl even bv i l<nr 
'wnihei this dlsctimlnattod 
tlvnteni nM or\>v AIDS vhlimv 
but alao Ihrratena (ite roller llnri ol 
puMir he««h ink«nMtKxi nerxVtl 
follow the eptdemtoto^v j1 



230 



er|c 



The Children 
& the Flames 
OfFear 

In Florida, a Fkmily at the AIDS Flash ft)mt 



ARCADIA, Fk— An hodr away 
from the bwrit-out sheU of thetr 
frm frame home m tfait west oeo- 
tnl noriik town. LoiMe and Od- 
ford Ray stt ki a rented duplex the 
otter day at thdr three sons raced 
to the pool, ahouting. tuming aomer- 



Then coidd have been My family 
on a awMnar waahend— eacept that 
thia CMirfjr hat at Ike center of the 
faarandpnwianaiMiiMidii^thena' 
banal dahMaawar AIDS. 

Lata hat month, a year after 
leanuag that their three sons- 
Ricky, 10, Robert, 9. and Randy. 8. 
all vKtnna of hemophdia— were in- 
fected wtth the AIDS vinu. After 
antlaatmf txmb threaU and a long 



court fifht to have them admitted to 
pubbc school daurooott. the Rays 
awolce to find thetr house burning 
down around them. 

The Rays, now n sedusion else- 
where, say they were ftrebombed 
a community hysterical over fear of 
AIDS. 

The otaens of Arcadia, a cattle 
town some 50 miles from SarasoU, 
fiercely deny the Rays were chased 
from the town, but acknowledge ex- 
treme cmc concern over the deadly 
unoertatotiet surrounding the mtior 
epidemic of our tune. 

None of thta was evident when the 
Ray boys, handsome bloods with 
deep tana, raced through the house, 
bursting with exatemeot at having 
made fnenda at the pool Ridcy ut 
restlessly on the couch and dutifully 
answered quesbons. School was not 
»o easy the first of the week, but it 
was okay, he said. Randy felt bad 
when he got on the merry-go-round 
and other kida got off, said Ridcy. 
What he nuaaed waa Vng with oth- 
er kids.* What he wanted most was 
that we can go back to school with- 
out somebody U/mg to bum down 
our house.* 



Today the Rays will be in Wash- 
ington to testify before the Senate 
L^mr and Human Resources Com- 
mittee in hopes of dungmg the ck- 
mate and conditions reganfaog tho»! 
who. bke their sons, are mfected 
with the AIDS virus. 

When the Rays left Arcadia Nnth 
nothmg but what was on our backs," 
they left behnd a community united 
in its demands for mandatory AIDS 
testing of students and teachers in 
the pubbc schools and for separate 
clasKOom (or the infected 

Everyone from the superinten- 
dent of schoob to the town barber 
voices the sanw sentiments No one 
Sm ARCADIA. B4 CoL I 
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AIDS and Arcadia 



aCADIA.PrMifil 



na the Rjyi out d town, ihf Riy 
cMApcn wvrt offered jt lepante but 
educatien. Md nstrad the r«r 
coU expoAcd thftf chtldren to pub.ici 
ty lor ptnona( gan. 

No one from ihe conw)wat> souM 
have wt that lire, they In (*^t 
they uy. i Ri) fiiwly mrmber nviy 
have set i» hareetf 

AxxaduA towm^oQt are UKted al$o 
n tKnr anier at thr meda (or deptrt 
them 'u either a«y. lunatic, if- 
norvtt redneck." acoocthnf to Mei- 
ody Patton, ooe of the advocate* ot 
AIDS teitmj m schook. The only 
people who doairee with us," the 
added, "is the scum oi the commuM' 
ty' 

Ap()lause broke out at a Citiaeni 
A«amst AIDS n Schoob raSy (oOow^ 
mf the firr when DeSoto County 
Comnuuioner John (Ed) Johnson de- 
manded that Prendent Rn|an pubhc 
if apolofpae (or nakni a >raridwide 
jtatenwnl that brands ui as a city 
without conpMMQO.* He wn reftr- 
rws to Reaian's remarla n M«y that 
when It was iMmed thtt the Ray 
dreo had tested pontive for the AIDS 
virus 'the pastor asked the entire 
family not to come back to thrir 
church TlMi IS ohMaitMoned tax 
and It has no place m the iMme o< the 
brave ' ' The paaior says he dii not 
vk the Rays to leave Loutse Ray 
savs he <M. The ody ones who know 
are rny husband, me and thr two tniA> 
isten.* she said, 'and I'm not the one 
who wi have to stand before God* 



Louise Ray setdes mto a cotx ' 'o 
tell thetr story, her sentences puit^iu* 
ited by deep. unoontroBaUe yawns 
that nuke her Uue eyes water After 
weeks of tension, "my body's juit 
caught up* 

The Rays 29, src* ^ n Arcadia 
and mamed as tc«fl-«t^ By the 
time Loune wu 21. she had three 
children. Louise knew that her innd' 
father #u a hemophjhac and that K 
was hereditary, passed on to nuka. 
"But I ikdn't know that much about 
birth control* Her younfcat, a daugh- 
ter. Candy, 4, e txtt d both haay 
pMteaDdthcAiOSvvua. 

She remembers rf'.H that hot day a 
year afo when rvitne bkwd work re- 
vealed that Randy tertcd poeitive ior 
the AIDS vmts. i wat n a sute of 
shoc\.' IV Jery Biarbc^a attending 
pedutricun and t^napt'Jia expert at 
St Petef^bur^'s Chiidren'a Hot>(ii< 
ta], asked to test ^ rest cf the hat- 
ly It never occunw* *o me what the 
results might be,* Louwe sixL ^CUf 
and Candy and I were wfative But 
Randy md Robert were po»itive * 
Loune walked <Ast of the hoapttal Oev- 
asu'ed 

'I kept thmkMg the first test was a 
fluke,' remembkted Loose "Vux a 
second test also came back po^tive 
for the boys I t Vnow there 
>fcere stages that * id hAvr the 
^ntibodirt ARC (nltXyieUtrd <uni 
plex) and tSe fuS blown (tsea^ I fjnX 
t>)ou)tht thit wa) it, in tw txt^ my 
b»>^ would br dead " 

. ut)<.A tur the .'0000 ht-n»opht!u.^ 



» the United Sutet who have a he- 
reditary tendency toward uncontrolla- 
ble mterml Ueedng A powdered an- 
tihemophilic clotting factor tnade 
from human plasma can now be dihit- 
ed stenle water and v^ccted nto 
palirtKl to help them lead a nearly 
normal Kle For years Loune Kay a 
practifjl nune now unnt<)V)yrd in- 
jected the dotting factor into her 
^ons Louise knew that 'with the 
medtcne to control it there wa> no 
reason t^ey coukh't U>e to be llO 
yea;> oU * 

The Rav bo>v bke nwre th^n h^lf 
ol /merka * hemophihacs, were m- 
tected by the AIDS virus becau^ the 
ckxtmg factor they used was contami 
nated before blood screening (or 
AIDS began n 1985 As many as a 
thousand dortors can supply bk>odfor 
a angle ooee of clottng factor, so the 
chances of hefnoplukacs gettmg AIDS 
was far greater than the possibility of 
coRtractng the virus 6om a smgle 
blood tnmfuMtL 

Tfa a Aime.' styi Loutse 'Wrth 
out the methane, the kids couki dir 
With It. they c»dd die' 

While that riMdow remans, the ex 
pert! at the federal Centers for Dts 
ease Control (COQ hokl out iom: 
hope They say that the rtsk of hemo 
philiaca actually contractmg AIDS 
from the virus a tir leaa than for o(h< 
er groupa. Only about 3 percent have 
so far developed full-blown AIDS 
compared with far higher estimates 
for others, Abo. despite the fear and 
furor, the chance of hemophtlucs 
ipreadng the dueaae through casual 
contact appears to be aknoit mnpossf 
ble Says Dr Barbosa. There ts not 
one mgte documented case m the 
whole country where AIDS has been 
traMfflitted through casual contact * 
Yet. m lonie 10 cases in the ^-ouri 
try. AIDSnnfected hemophihac ctuI 
dren have been admitted to <las4 
rooms only after protracted legal 
fights and court orders 

The Raya w-rt no ddferent At 
thetr cok<rt heanng last r^wnth a de 
velopmeotiVbehsvionl speoahst te^ 
tifirdthat an the Ray fooYS are 'niilft 
ng sign^ant emotimal daire<^ m 
pert as a result of thetr contnued ex 
clustoh frooi the normal clas^roiKii 
Mtt«4 . . .Aoety, feelrfs of re^\ 
tioo. anger, resentment and fe<ir 
wculirjcctm' 

Ricky, 10, once toU ha life Ntarv 
on a yellow legal pImI the lir^t nmr 
years carwscc to fsXjr in£3 "f" ! 
<vas born in Arcadu Florida and 
virhen 1 was five ynn <M me and Kirk 
had fun. And as the ye^rs when 
(went) by we meet new fnends Hut a 
few yeats later we found out wr had 
the antibodi.^' 

The re^ is a po^tnant account of 
how he felt, partKularty about not be- 
ing^togoloschool *lw soni^ 
*t Mr Ikowniflg (supermteojent ol 
DeSoto County schooh) I wM (tomg 
to hit htm and kill him v) then there 
were no Mr Browning I hate Mr 
Bfo*funjt are iJo«nji to uwft 



III ^t^^\\A lf« !^ttit{ ti'V 

.US tN bow vxty *hev frel tin IN' 




Daafty Tew.pr nK iHsf Ctfims 
Agaiati A IDS hi 0«r Sekools. 

Rav bow But they say it'* the par 
enti' (,iuit 

The town barber, Ron Waklrtm 
35, Mts tn the Arcadia Drug Store cof 
fee shop sipping coffee They're cute 
kids and they aX deserve a tav chance 
and to be cared about And a kM of 
people did care We didn't run thnse 
people out Wp offered them a teach- 
er and an aide in thetr own classroom 
Wish they'd otfer that to m) cftiklren 
«sicad of bemg in a dass of 32 Who 
knows how many ha>r the AIDS «• 
rito? With mandatory tesimg there d 
prohibty be enough to stirt thev own 
class* 

Uwrence Bfowrmg. the superw- 
tendent ot ^hool« Those parenu 
delved whit I consider question- 
able behavior— paraded thetr chidren 
in front of TV. had 'em m trees, tak 
ing pKturev tf these were my ctel- 
dren, they'd receive one heck of a tot 
more protevtuw from the nev% mr- 
du" 

The Rays said the proffered 
■horr^bound' iccne. «ily three day\ 
a week tor a total of r»«ie hours w»s 
tniufdcient, but Browning viid "It 
was hight) kwcentrated k-omparable 
to what i)nly wealthy children ttot 
back before there were publn. 
Mhk>oU * 

()oe of the R^)S L\w>rr> B«a Earl, 
said cau>tK-ally, "K >ou thmk segrega 
tun IS proper, "t wai a good offer It 
was ;in offer to exclude— ,«vd there » 
a constitutional nght to be m a clasS' 
room'-he «td. adding that the Ray 
bov^ (it no diiabUity guideltfies tor 
homefonund Mudents 

MVS Loui^ Rjy "Kven if n »as 
the be^ triutatioo— and it wAsn t- 
they woukl never be ready for 'he 
^fii-i* ^00 ryrd twol' cdi* ■ 
tion but wbit vou need more is mtf r 
actmg with others ^ou laril yet that 
in Isolation 

"If my vhitdren had 'vomethmjt 
these kids vk'ert' gouig to get, I wtmU 
accept It m a heaitbeat But what 
they haw ihey c«inot ci>e to them 1 
understand their fear— but what \ 
kinnot understand t» people who wiil 
not cdixatf themsetves-i* wi'l r«>*l 
what the (CIK!! aod .tiU wont 
believe it * 



t\lt. \<U' -f ^e at t»t IVNXO Crwn 
W whKh hJ> ^(MHW rr»*d»nt>, .«f>'l 
i.jOOO hevi ot I. itlle— t--' krxiwn tor 
u (oiV<u Hi>lt>rK downtown* > 
pisie 'hit timp forgot *ith m,\n\ 
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«np<y ttorrCrorttt. The JKtwo cfntm 
>m the ouukifi) jt the Clodt Kntju- 
rant Of « t^w bioctcs orf the nuirt 
>trfet it thf ArcJdu Drut i>tore 
wtetf everyone peet* everyone by 
tutne over momng co^c« 

The Totjl Elejjjftce be»«ty Jnd 
tiwaxf saian orters rotnpuer perm- 
mi. briMjini. porceUm tuiU. ear 
(MeroDt. htir lefnoval^-andL » the 
back room, nuterul on AIDS (rom 
the Citueit) AjtJinst AIDS m l>ur 
Srboob. The uion betatfi to Dtnny 
Tew « trie Jwt Tew j beauty Mjp- 
piy ule»nun. a preMdent ol the oc f 
inatico. Metody PAttoo the pre*' 
*ient Patton wxs rtcefitfy on AfiC s 
"Nnhtbne* 4nd the pft». she uy*. 
*h»ital*Ton| ThetMueaAIOSn 
our schoob. not the Rtvy Thtir s 
prabiUy a lot more mho hu Alt>S 
We re hxkjnt lor the one» wttoaren t 
Kknuted' Tew mi Pttton and thetr 
700 memhen ^re cnnvmceO that— 
contrary to etr^rt opinwa-^the 
AIDS vmn can be spread thniugh ca< 
MUJ contact. Sucli* of an Ajnencan 
Red Crota pampMet u on the count* 
er outude Brownnf't oAce. noinc 
"Not one case ei AIDS » known to 
haw been tranamtted n a ichcol, 
djy-care or foater acttnc AIDS m 
not ipread through the lund o( con- 
'act children luw with each other, 
such aa touchnc hugging or liMmg 
meaJa and bathrooma.' 

Patton artd Tew remain uacoo< 
vMced. "Not ytt." they uy 

"Kida swap food, h^lipopi. pat al 
ower toitet aeata. I've never aaan i 
child ab4e to vomtt or Weed from a cut 
and not get It alt over the place' aiyt 
VWoo. She tnes to teB her elaneoti* 
ry tchool daughter not to hi« her 
achooinatea. 1 cannot get thnufh 
her head the potentially diAiaroaa 
agiatioQ.' Tew noda. "who aayi you 
can't get it from bjggnf? . . , No one 
know).' When docton pomt out that 
Umibes 93 doae aa the Kayt havt not 
contracted the vmia, Tew repNea that 
AIDS B too iwr. Thia dMeaae can He 
dormant ' he uvb. "There'a juat too 
much left unknown' 

Doctor* tcatify the nak la araafl 
but, Patton uyt. "When you're ta2k> 
inc about my daUrcn I don't c&re 
how mal the rak ■.' 

Or Barteaa. an untmng lighter for 
the nghu ei aU betnoph^ children, 
can haid}y axitroi hta anger when he 
hstens to the parents of Arcadu. "My 
children play, swim with the Ray 
boyi.' he says. 'Do you thwk it wouU 
ever cross my mind to exp^ my 
family to something bfce that? tn order 
for you to get AIDS you hive to ttyto 
get It— through sex or needles.* 

Hut the Uble of many n Arcadia la 
a booK caiieo The A! 26 Cover L>V 
whKh puts forth among other thmga. 
thit the CDC. the AmerKsn Medical 
AsMCttlion and the Gay Taak Force 
hive underreported on AIDS to hold 
down (UAic in the cowitry 

THe author. Gene Antonio, is so 
fearful ci contracting AIDS thit, he 
stated IT a radio interview, when he la 
served by an effemnate nule ^ght 
attendant, he makei certain the at- 
tendant handles only trapped food 

Superinlendent Browmng wys the 
book i> a 'devastating' revelation 
Ron WaMron the barber. believeN the 
ri^ of contact tranyiuuun a actiully 
great Thev lied to u$ about Water 
gate, the Iran<ontra affau Vrtrum 
for IS >rAr» All dentisls now 
wear gloves and in hospitals they 



*eir masks and itoves vkhenirf At.nn 
AIDS patients. Ate thev airad it » nr 
borne* TJiev're doctors " 



In the wake d ntemationai pubU.> 
tv. the to*^ of Artadu a defenMsr 
ho«<li meetings on how to handie as 
unage and tells everyone as Sheriff 
}ot Vanudore uys. that its otaens 
'are the salt of the earth,' 

Efaitemesa at the Rays has united 
the community, po^teness drops* and 
words turn u^—they hiw been re- 
ferred to as Ipoor white Uash' and 
Patton uys 'everytody knows thcv 
're k)w^hygicne>tYpe people.' 

They had nothing before, says 
WaUrov 'And i^J|*^r)( ' 
truck and new car.' ShcnII Vamadore 
says ifct Art la baaig treated aa araoo. 
bne4 on tvrfence. and that a report 
wiObaaacari shortly 

Ti« Mya. 'Aak youraeif. who stood 
to laat Dm moat that fire? It hurt 
thM oonvMttM's cause modi more 
than « hurt tha lUya. The mpkatw) 
by Rqr dMt M started the fire |ot 
them synpathy from rmttona of peo- 
ple pba moaay— and we ddn't do it. 
We wane to fet our cauaa naooowide 
and wt could only do that with the 
pfeai.' 

Tha Kaya hrt set 19 • Remember 
ih« Oddm Inc. fwl to provide sup* 
port far othan n somtar aAiatwns 
sod have requaated that any dona- 
tuna from the people of Aradu go to 
AIDS reaaardt "They don't hive a 
new car. don't hive a new truck, 
don't have a houae. don't hive any 
whart nMr mtflnna. h'a ooowtg n 
from al over the country n $5 and 
tia tt moat about iMOOa' uid 
lawyer Eiti wte with )m wife Judy 
KvMauth baa become friarak with 
the Ray farariy, Tte bufc of whatever 
they keep wil fo MO a trust fund for 
thiboya. 

"The PM()fe n Arcacha are grsap- 
ii^ at atnwa,* 



On the outskirti of Arcadu. the 
burnt -out huh of the one^tory green 
frame houae. with the *cnme scene' 
sIfA, itaada as a renander. A chiU's 
wefon Ma outside n tlr Hnama 
iMnliterhood ol trader houaea. Off 
Ray My* the lin "started kMKle the 
houae. but the thmg ia our houae nev- 
er had no lock oo tL Tht jafauitt ww- 
dowa )uat flp open. Thnt houae « the 
lutthngtny father had. He give It to 
ua kxk That's the houae my wrfe and 
I fot maniad a . , . a lot of meritfnea 
went up n mote.* 

Nearby nei|hbors. Loutie said, 
"nevar asso ci a t ed with ua' after they 
avs ±Jdrtr. T ?re with 
the AIDS virua, *l>ut they were ruce 
Prom a dMtaoc*. They woukl wave it 
ua— whKh made us fed good. They 
had a bttle oompaaann for what we 
were fooc throu^' 

She said she <tatloaed the rcMihs 
of the AIDS tesU to her pastor and 
the acfaod bat faS. AH four chikfren 
were removed from the classroom 
but Caddy waa soon sUowod to re 
turn. Homebound mstmction began 
for the boys, although Rarbr^a and 
the pediatric consukant for thtkjren s 
methcAl servKes of f^ida advised 
that the boys should be returned to 
the classroom They were taught at 
home last winter The Rays w<Kked 
on separate shifts untit Clifford 
Ray—who has been a tnxk dnser 



ifni I pnvjii ifiurii— became unem- 
pkrted 

In I-ebfuary ihcv moved br>el>v to 
fUv Mnette. Ala 'Lookaig back. I rr 
aiue we were just running 'says Lou- 
t< The boys went to school about 
two weeks and then we started get 
tmx caOs from the sctwol asking why 
they were so behmd I asked rf they 
had gotten the records from Arcaou 
vet and they said na Weil, when thev 
came, thev had the rrcommendalwi 
tor homeoound and why Fhey 
that Candy <oukl su> but the bo)s 
couldnt ' 

Had the bo>-) been able to ^ay m 
the cta»sroom Louise says, 'we prob- 
ably would has'e stayed there I had a 
good |ob m the hospital. Cliff wa^ 
working on mamtefunce at our apan 
mtnt budd^ ' 

Instead, the family returned to At 
cadu 

Barbosa encouraged them to teS 
their story at a hranng for anothri 
heroophdiac chikl who had been re 
moved from another FVxida ^hool 
system. From then on. lawyers gisd- 
ed the Rays as they requested enro^ 
ment n regular classrooms and were 
refuaed. Until the hearfag. the boys 
were taught at summer school m a 
aeparate claaaroom. 

The Rays oome down on the side of 
sohintary testxvg for AIDS and feel *a 
doctor should know* who the nfected 
chiklren are "and watch for symp- 
toms.' But the penalty of disdoaure a 
so scrsere, Mys Ckff. '>krfiat happened 
ui Arcadia wiB ;ust cause people with 
problem^ hke oura to go underground 
even more ' 

"The boys know the> probablv 
could die We hasmt kept it tron 
them ' Louue adds. They are taught 
not to let anyone touch their bkiod un 
der any cucumNtance^ even though 
it'a a mnute chance that anything 
could happen, d someone ei&e has a 
cut' Chff says. "We doot want to 
jeopardue nobody ebe ' 

He looks at his sons as they dash m 
for an mnrr tite for the water then 
sUm out ttie door "I've been telbng 
them all along they can t have a 
healthy sejthfe" Says bxne.Thit^ 
a terrible thug, to tell a lO-year-oU 
he can't hive kids. But RKky says 
hell adopt* 

The judge, in 'strongly recom 
nwndmg* that the boys be returned 
to the claaaroom issued a statement 
with which no one could quarrel The 
Ray boyi have already been dealt a 
hand not to be envied by anyone 
at their young ages {they) are hiving 
to (ace two potrnlully li^threaten 
ing diseases This n more than miA 
people face m their entire adult bves' 

This week Sarasota Countv 
schools Ajhmtanly adopted a poncv 
on AIDS-mfected students thit b al- 
nioM a mirror image of the judge s 
rulmg and hive um] they wm^ be 
hippy to tak> the Rays, who are ex 
pected to stay tn the Sarasota area 
They will jinnounce thcv plans Mon- 
day 

As for the kog term tmpbcations of 
their Lses together, Louise Ray savs. 
"If I really vat down and dwelled 00 
the f.ut that my kid\ tould have 
AIDS 1 (Vjo t know if I toukj handic 
that right tww 

"IVjI 1 hise to kerp thiiJ^); it 
!f4st I had them Ihts kxig Kid\ 
<Hld'\ i^i/ts 

"If hr Ijkes Iheni hfx got thit 
fight 



I Senator Metzenbaum. The hearing stands adjourned. 

f [Whereupon, at 11:52 a.m., the committee adjourned subject to 

f the call of the Chair.] 
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AIDS FEDERAL POLICY ACT OF 1987 



WEDNESDAY, NOVEMBER 18, 1987 

U.S. Senate, 
Committee on Labor and Human Resources, 

Washington, DC. 

The Committee met, pursuant to notice, at 10:38 a.m., in room 
SD-430, Dirksen Senate Office Building, Senator Edward M. Ken- 
nedy (chairman) presiding. 

Present: Senators Kennedy, Harkin, Weicker, and Pell. 

OPENING STATEMENT OF SENATOR KENNEDY 

The Chairman. The Committee will come to order. 

Six months ago, a bipartisan coalition joined together to intro- 
duce S. 1220, the first comprehensive legislation in the Federal 
Government's war against AIDS. This measure was designed to 
launch an effective attack against the spread of the AIDS virus 
through accelerated research efforts and widespread education 
campaigns and to develop alternative treatment networks to care 
for people with AIDS. 

On July 29th, after hearings and extensive debate, and with a 
shared commitment to take action on the most critical public 
health issue of our day, this Committee reported the legislation 
unanimously, and it is now ready for action by the full Senate. 

Since the Committee acted, 3,000 more Americans have lost their 
lives to this devastating virus, and 8,000 more have been diagnosed 
with AIDS. In urban centers and small towns across this country, 
the disease has continued to spread, infecting individuals in every 
walk of life and threatening us all with a national health catastro- 
phe. 

The AIDS epidemic has already touched the lives of millions of 
our American citizens. It is even now casting its shadow over the 
generations to come. Yet as the toll continues to mount, the Feder- 
al Government continues to fall short of its obligation to demon- 
strate effective leadership in the face of this national emergency. 

Last May, a broad spectrum of medical, public health and com- 
munity-based organizations testified before this Committee that 
until a cure is found, preventive education is the most effective 
front-line defense against the spread of AIDS. 

To support this strategy. Congress appropriated $20 million in 
July for a nationwide, door-to-door mailing of AIDS prevention in- 
formation. Yet despite public and professional support for this ap- 

E roach and a specific Congressional appropriation, no such mailing 
as occurred, nor is one planned in the future. And that is only 
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one example of the present disarray in our efforts to achieve a co- 
ordinated Federal aid program. 

AIDS is a challenge of unprecedented proportions and necessi- 
tates a comprehensive authorization program adequate to meet the 
need. 

The four-point plan we have proposed will do the following; first, 
put the full genius of our scientific community behind the search 
for a vaccine and a cure; second, provide all Americens with accu- 
rate information about the risk of AIDS and the means to protect 
themselves; third, develop effective treatment networks for people 
with AIDS that are more economical and appropriate; and fourth, 
assure that all Americans have access to voluntary and confiden- 
tial AIDS testing and counseling and are protected against discrim- 
ination. 

The only way to fight AIDS effectively is with sound public 
health policy, not with ideology. Irrational exercises in fear and 
prejudice will serve only to drive the epidemic underground and 
encourage its wildfire spread. 

In the final analysis, history will be a remorseless judge. If we 
fail to use common sense and compassion in meeting this chal- 
lenge, if we seek to condemn and punish others, we may well be 
condemning ourselves to unparalleled repercussions. We cannot 
afford coercive approaches that defy sensible public health policy 
and that only divert our attention and resources. 

In today's hearings, we will focus again upon the glaring human 
cost of current inaction. Every day, that cost is measured in untold 
suffering and lost lives, and every day we are living on borrowed 
time. 

I hope the testimony that we hear today will help to convince the 
Congress and the country that the time for responsible action is 
long overdue. Experts and practitioners in medicine and public 
health are virtually unanimous in their prescription for compre- 
hensive action. The only ingredient miss'ng is the courage required 
by Congress to act before it is too late. 

Wc know what needs to be done, and now is the time to do it. 

[The following was submitted for the record:] 
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Senator Sdward M- Kennedy 

of //las^ac^useff'S 



REMARKS OF SENATOR EDWARD M. KENNEDY 
rO THE NATIONAL INSTITUTES OF HEALTH 
OIRLCTOR'S ADVISORY COMMITTbb 
"A PtRSPKCTIVE ON AMtRICA'S BATTLE AJAINST AIDS" 

Foe Iff.red lo io Re lease : 
Nov^^•T^oec 1 8 , 1987 
CONTACT: Paul Donovan 
Robi n Ouck lev 
(202) 224-4781 

I welcome this opportunity to spea<t to you th s -r^o rni no jnd 
to j.'.e you J perspective tro-p -Jiu Sonati? on the nation's T.Obt 
pre-»3inj 'lOd.th probierr: aoquiied irrwuno- 1 1 ci oncy b^ndioTe. 
AiDS lb riotniny less t lan -i pi »<juo for our t.iiifs. 

Tnis jiowmy national jnd <jlobal -epidemic ^.is already 
strain-u fie oipdo;t> of tie A-.erican people jnd their leoders 
to respond -itU cDUTiun ^unbO lot ilgne coTpassion. And, basvd 
jn tne soicntitic pr 0 ^oc 1 1 ^ni. t'lat ^ou -- the b i om^ra iCi 1 research 
vOtTwTior.; t J '.JVC ^i'.fn ^a,^ ri^re .b ovejj^ indication that even 
nort u.:tiLuit =>trainj jui I'lde r btatiu . n^^ uid udtional resourCeb 



jnd new Tiati. :ost.it ions of the 



. Yet trjfie .b no L*lt.ir eldn ■ .t ■^•v. .n^ -- ,TiuCij i«.ba 
~i -- t 'it.iitj ^iiri rit'cas 'iu{nir*?tjs tiousanJb of 

jt.', rits «iin >icute p.)^^^^-); iliricbs gt outentially uisaolmg 



i.ew 

It. ur o 1 ov^' . c J 



I •>ee nu neeu to r •• t.* 1 1 e tie tj : 1 m a t a t : s t . 0 s to t h . s 
dUdit-nce; ^ou wiotr them. Anci, it ib tnanxs to tne collective 
ttfoif* ot ttie bio-nt-oical research community that we have iny 
jtabp It 1 1 on tie proolen 01 AIDS. :)nly with ;Our brilliant 
:>ucceSb in uentif^intj the viru.s could we even uegm to ebtn^ate 
tne :mII T^a'jrj 1 1 uc:e -^i our proolem. 

Ana :t 1 our problem. Jnfortunate l> there -ire too Tiany 
Annoricans — including some in niyh places •- who oon't yet 
oelieve that AIDS is •» challenge for Ub ,i 1 1 . ihey speaK :n terms 
of "builoiny fences" arouno AIDS and those who carry the virus, 
rney ^eem .Tiore mterebted in compiling lists and collecting names 
and attempting to legislate personal behavior, than in pressing 
:orward *jith research ^no education programb that might tictuaUy 
change oohavior . 

I do not nave to tell you that unwarmnted fears about AIDS 
alreaay account ior a long list of senseless, individual 
trageaieb: not just tne loss of employment or housing by matiy 
people with AIDS, out their utter abandonment -- even by thoir 
closest iriends and family. Th;s at the time wnen a human being 
IS most in need of help: when oattliny sickness and facing death. 

The price we pay for unwarranted tear of AIDS is not just 
measured in senseless suffering and discrimination. It also 
threatens to distort the long overdue effort to devise a sound 
public policy in the critical areas of education and prevention. 

Fortunately, these prejudices have not ^spilled over as 
severely in the area of biomedical research, which has been one of 
our principal succes'-.es. There is every indication that 
invastigators are now starting to win some of the battles against 
this virus in the test-tube and perhaps even in the clinic. 
But all of us will be the loser's in the overall battle a<)ainst 
AIDS# unless we tjke a strong and immediate stand against the 
growing and pernicious epidemic of prejudice. 
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We musi redouble our etfocis to iransldlc the hard-won 
scieniific understanding ul AIDS into ungujijc tliai twcry Aoiorican 
can readily comprchena. As K*adc*rs of t^ie biomedical research 
communi ly, I urge you all lo pursue ever^ possible strate<jy tor 
comm J(ii cal 1 ng as convincingly as possible tnc ossential 
information about how the AIDS .iras i^ and is not spread, rt'e 
need to find new and better ways to explain to the public wliat 
med ical science itnows about ti)e AIDS virus. As leaders in 
medicine at this nation's finest universities and medical scnools, 
you can lend your voice to the etfort to establish bound policy in 
your own corwnunities* 

With the possible exception of the effort to conquer 3paco,, 
there has never been such a public hunger for knowl^'dge and 
understanding ut oxtremuly sophisticated science. Though 
AIDS ; :> a terrible human tragedy, it brings with it an 
unpr ecedentea opportunity tor millions of A-Tericins to understand 
tne Vital role and t^e great potential oi basic tiedical research. 

It ts true tnat bo-ne ire schetni ng to use tne A I DS he a 1 '.h 
crisis as an excuse tor advancing puniti.'e agendas that hav»t 
«.vei /thing to do with uleoiogy and nothing to du with public 
health. Hut t£^e over.<he Lri ng majority ^jt Atier leans reject inat 
false appro'^ch. They share tjo .joals -- the development of <i 
vaccine tu re vent. AIDS, and bupfiott tor effective iTieans to halt 
tlie ^utt-.*tif^j dnd ueitri. 

The entire worlJ l0Qks> to tnib country t« tatte trie lead in 
unoing fie ^^^JS nightmare -- as fast as humanly possible. They Jo 
jO .' ;aube ot our nation's longstanumg ~.upport ot tunaamcntal 
rebt!<itcn atui oiir comtiitment to medical excellence. ;Jo other 
aatiun even comes close to Tiakinj the investment in science that 
IS rnade >eir in and year oat by the ATierican peoole . 

Ab we confront t*us new and lethal threat to the i)ublic 
nealth, .t i^ no surprise that citizens increasingly turn h«.'re, to 
the medicai research establ ishTient they assisted in assembling, 
tor urgently needed help and hope. Congress is fully prepared to 
fund wnatevec is needed to develop iT.edical solutions to the 
problem ot AIDS. And that priority u widely shared by tho vast 
ma)ority ot tne American people. 

The people's taitn that research will rind .i solution to end 
this crisis IS a direct reflection ot what has made this country 
great. The same "can do" attitude that landed a roan on the moon 
and that conquered polio and eradicated smallpox is at work igain. 
The American people are convinced that research community can get 
the job done on AIDS. They want action and they are ready to pjy 
tor It. 

It IS the intention ot the appropriations committees in botn 
the Senite and the House to provide about $9S0 million for the 
overall AIDS etfort in fiscal year 1988. This represents an 
increase of $180 million above the administration's budget 
request. Half of the total amount is earmarked for the National 
Institutes of Health, and President Keajan himself has indicated 
that AIDS funding warrants top priority. 

Before the end of the current session of Congress, I hope to 
bring to the floor of the Senate the bipartisan "AIDS Research, 
Information and Care Act", which I introduced earlier this year. 
The legislation is sponsored by Senator Orrin Hatch, Sena tor Alan 
Cranston, Se na tor Lowe 1 1 We icker and many other s . It has rece i ved 
the unanimous approval of the Senate Committee on Labor and Human 
Kesources, and companion legislation is being prepared for 
introduction in the House by Representative Henry Waxman. 
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The Dill requires ttio S>iCEet<ir> of He(ilw>i anu Human Services 
to declare AIDS i puoUc riualt') eTie njency « <ino double b th^ si^e 
of the hodl'h efner»jency tund jvj liable to the oecceticy. 

It «^iso require^ the jomi ni bt r a 1 1 on to .^uomit J 
oo!r.preh»'iis 1 ve annual [JldtJ to Cony re ss for uittlintj AIDS, with 
special attention to education and r i sk - reduc 1 1 on pro«jram«,. Vfe 
also as»t the Secretary to examine the possible need foi spccuil 
consortia to facilitate cooperation in AIDS cesearch between 
yiovornment, industry and universities. 

To assist the Directot of SIH m the task of planning and 
coordinating the overall AIDS research effort, the bill calls for 
the creation ot a special Dicucior's advisory panel on AIDS. I am 
aware that Secretary Bowen roce'itiy decided to establish a similar 
panel. I look torwacd to carclully reviewing ine names ot those 
nomi.iated by MHS to setvi jd tfus ctiticall/ important committee. 

Convjre^s teel>> btrongi^ auout the "experts" -'c recruit :or 
this typo ot duty. AIDS leprese'its iU extEomeiy complex 
oioiogical and p^jouc fiealtii -- problem. In searching tor the 
!>hott*.'bt patn to succi'si>: Ecsi^lts,, need tM« ta»t?nto of thoa^ 
who <»re ilreiov "up to «,peeu" on the ;«,sues. I'm suro are 
awate of tne concerns in tms iiea aboot the Pe e«, i dent i a I 
Conun I ssi on jii tie HIV Lpiotmic. The last t'ung we leed .s an 
attempt to t^oliticiie tht? «,ci.,*nt i ( n- inta THdical »>.aijl' ji 'he 
PEOOlom ot AiUb. 

The i>; I i coming oetoEe the bttiate will aiso provide speciMC 
autnoi 1 ^a t ion tuE man^ ot the i.Tipressive mIDS mitiativeb already 
in orogress at t'le NIH. , commeiio the cooperative ettortb ot Or. 
rtyngaaroen and tne MH AUS Executive Committee in mobiliiing the 
Eesouices and energ> ot 11 oifterent institutes to meet the AIDS 
cnallenge. To turtheE advance that effort, our iegisl.ition also 
calls tor tne tormal creation of a Core National Research Program 
on AIDS within the National Institute ot Allergy and intectious 
Diseases . 

As with the designation of lead tnstitites :or Aging md 
Arthritic, we believe ;t is essential to assure long-term support 
for the AIDS pro(^rams now sappOEted tnEOugh UIAID. The AIDS 
Treatment bvaluation Units, Clinical Study Groups, and the 
cooperative drug and ^jccine discovery groups aEC key initiativ*?s 
in the battle to end this disease. It i3 also our intention m 
Congress to assure that the aammst r at lon provides a swift 
response to requests tor the personnel and facilit.es noedea to 
operate these core programs. 

NlH-wiuo, the legislation also authorises an increiso ot up 
to 3 'J 'J fuil-tiff.e emplo'^ees. AppE opt i it i ons ire not enough yOu 
mubt also b« able to hire gua'. itieo pi o f e!>s i ona *s to xanage to 
prograrts, or the work will not get oone. 

As nemtiers ot t^e UiEectoE's AdvisoEy Committee, /Ou are tne 
trustees 'jt our govcrnment-suppoE ted biomedical Eesearch efforts, 
i look forward to woE^mg closely with you in the montns ahead to 
advance the priOEit.es we share. I speaK for literally Tillions 
of concerned and c^-mpass i ona te Americans in urging you to do all 
within yoor power to find us thy answeES we need fOE AIDS. 
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The Chairman. Senator Harkin. 

OPENING STATEMENT OF SENATOR TOM HARKIN 

Senator Harkin. Thank you Mr. Chairman. I would like to take 
just a moment to commend my distinguished colleague from Mas- 
sachusetts for calling this hearing today. No congressman or sena- 
tor has done more to heighten public awareness of AIDS. He has 
approached the issue with reason and compassion, and with his 
persistence I'm confident that the Senate can work quickly toward 
addressing some of the most urgent, as well as the long-term needs 
of this nation that are associated with AIDS, through passage of S. 
1220. 

I'm particularly grateful for this unusual opportunity to discuss 
potential floor amendments in a hearing where we have the advan- 
tage of expert counsel. I look forward to the testimony of our wit- 
nesses this morning, please continue. 

The Chairman. Our first witnesses this morning are certainly 
not lacking in courage, and I welcome them to our hearing. We 
will first hear from Michael Sisco, who is now living in Martins- 
burg, West Virginia. Michael has AIDS, and he has recently decid- 
ed to go public and to tell his story. 

After we hear Michael's statement, we will hear from Mary Jane 
Edwards, from the Los Angeles area, who lost her own 35 year-old 
son to AIDS about three years ago. Ms. Edwards has formed a na- 
tional organization of women who are mothers of AIDS patients, 
and she will describe not only what she went through with the loss 
of her own son, but will give us her perceptions of this problem as 
seen through the eyes of so many suffering parents. 

I appreciate very much your both taking the time to join us here 
today, and Michael, why don't you begin? 

STATEMENT OF MICHAEL SISCO, MARTINSBURG, W V; AND MARY 
JANE EDWARDS, FOUNDER, MOTHERS OF AIDS PATIENTS, LOS 
ANGELES, CA 

Mr. Sisco. Mr. Chairman and Members of the Committee, first, I 
would like to 'hank you for the opportunity to speak before you 
today. 

AIDS is a subject that must be dealt with. There are hundreds of 
thousands of people who could die. AIDS is a disease that kills and 
destroys. But with the right attitude and funding, it does not have 
to. We can beat this disease. 

We must start by educating the public about the do\s and don*t*s 
of AIDS and how you can get it and what to do once you get it. 

I have been through hell to get here. I have been driven out of 
my home town and away from my family, a family who does not 
understand exactly what is going on. 

We ptjople who have AIDS have a hard time with this disease, 
plus we must deal with a society that does not understand. It is 
very hard to live with a terminal illness much less to lose all those 
we love, like I have. I know that my family loves me, but they 
must hide this love to live in their home town. This must be 
stopped. 
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I went through what my therapist said was a '^social death." So 
in a way, society murdered me. Did they stand trial? No. They con- 
tinue to harass my family and drive us further away from each 
other. 

We must educate these people and all people across the country 
and the world. The world looks to America as an example, and we 
must stand up and educate these people so they understand AIDS. 

Educating people is a very important way to defeat this disease. 
We must overwhelm people with information about this disease. 
This education must be in the simplest form so that everyone will 
be able to understand. 

I would like to close by saying that there is hope and that every- 
one should not, under any circumstances, give up hope. 

I have found hope and love with someone who is very important 
and special in my life, and in the end, I will be the victor over this 
disease, but only wHh the help of my friends and family and lover. 

Please remember we were all created equal and that God loves 
everyone. 

Thank you. 

The Chairman. Thank you, Michael. 

Let me ask you a few questions before we go on to Mary Jane 
Edwards, if I could, please. 

I am always mindful of the fact that it is difficult for individuals 
to talk about their health needs. It is also difficult for parents to 
describe some of the needs of their children. I think this is so be- 
cause people generally consider health challenges to be private 
matters. But we want you to know that by your willingness to talk 
with us today, we are very hopeful that we can advance what you 
have outlined in your testimony, and foster a better understanding 
and greater awareness of what you are going through and others 
similarly situated. 

I believe that the American people are an understanding and 
compassionate people, and perhaps we can reawaken or rekindle 
these emotions in order to be more responsive to the human trage- 
dy which is affecting so many people in our society. 

I thought we might just review some of the harassment you have 
been experiencing. You have been through some very hard times, 
as you say, not only physically but emotionally and I think it 
would be helpful if you would be willing to recount, in some detail, 
some of the experiences you went through in your home town. 
Maybe you could take a few minutes just to recount some of the 
ways you were treated in the home town after word got around 
that you had AIDS. Maybe you could tell us a little bit about what 
happened with your aunt. I think we might be interested in that. 

Mr. Sisco. First, the community started a petition to keep me 
from living in this certain, little, small community. My relatives 
had been told in January that I had the disease, and they thought 
that when I came back 

The Chairman. Who told them? 

Mr. Sisco. I called them and told my father and two of my sis- 
ters, and they told the other members of the family. They were 
supportive over the phone, but once I came back to West Virginia, 
they had decided with \he help of the community that they did not 
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want me there. So relatives posted no trespassing signs and basical- 
ly asked me to go back- — , 
The Chairman. Who put the no trespassing sign on your aunt s 
lawn? 

Mr. Sisco. My mother s own sisters. 

The Chairman. And who was that directed at? 

Mr. Sisco. That was directed at me, directly. 

The Chairman. I mean, people put no trespassing signs on 
houses generally to keep trespassers out, hut in this case it was di- 
rected to you. 

Mr. Sisco. Yes. 

The Chairman. And then there was a time when some members 
of the community thought you worked at McDonald's. 

Mr. Sisco. Yes, McDonald's. I have never been inside the build- 
ing. 

The Chairman. But you were made aware that some of the mem- 
bers of the community thought you worked there? 

Mr. Sisco. Yes. They ran a statement in the paper that I did not 
work there, and they invited the public to come up and walk back 
into their kitchen and watch them work. ^ 

The Chairman. And what happened at the McDonald s facility 
when they thought you worked there? 

Mr. Sisco. They boycotted the McDonald's. That is when they 
had the open house where everyone could walk back in and watch 
the people work in the kitchen. 

The Chairman. And I understand you were arrested once; is that 
correct? 

Mr. Sisco. Yes, I was. 

The Chairman. And they were going to put you in jail over- 
night? 

Mr. Sisco. Yes. They were going to put me in jail, and they decid- 
ed they would just put me in some kind of little room so I could sit 
there until my father would come and get me. I sat there alone, 
and they came in with gloves and masks and gowns on. 

The Chairman. So they would not even put you in jail, they 
made you go into some different kind of cell. 

Mr. Sisco. Some kind of little holding cell or something. 

The Chairman. And then there was an incident regarding the 
grocery store; is that correct? 

Mr. Sisco. Yes. They had called my father and tcld him I was in 
jail again because I had been licking the produce, the vegetables. 
And I had been sick for the past couple of days and was not even 
theie. 

The Chairman. Who spread that story? 

Mr. Sisco. I have no idea. I have been told it is my own relatives. 

The Chairman. So someone, perhaps your own relatives, was 
telling the town people that you were contaminating the fruit, is 
that right? 

Mr. Sisco. Yes. 

The Chairman. And what happened? Did people get concerned 
about that? ^ , 

Mr. Sisco. Yes. The local law enforcement came up and talked to 
my sister and told her that they should restran. me from going out 
into the public because the community was not going to stand fcf 
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it, and that they would have to do something with me if I contin- 
ued to go out in public. 

The Chairman. So did you gain a sense of general isolation from 
the activities that were taking place, through the no trespassing 
sign on the lawn of your aunts* residence, the avoidance of the 
McDonald's and the rumors that were being spread about the ac- 
tivities in the grocery store? Did you have a sense of general isola- 
tion? 

Mr. Sisco. Yes. After the incident with the local law enforce- 
ment, I stayed in for about six weeks, did not go anywhere, and 
kind of just wished I would go ahead and die. But I seemed to get 
healthier every day. 

The Chairman. Did you have to consider moving out of town? 

Mr. Sisco. I had nowhere to go, until my therapist told me of a 
hotline in Charleston, West Virginia. I had no idea that there was 
any help in West Virginia at all. I did not think I would need it. I 
came home to be with my family. I was not really concerned or 
worried about looking for any kind of AIDS help. I thought my 
family would help me. 

The Chairman. Did your family help you find a new place to 
live? 

Mr. Sisco. The State Health Department did find me a host 
home, and I stayed there for three months. 

The Chairman. You were recently the subject of a magazine arti- 
cle, and you were on television a few days ago, and you have been 
good enough to join us here today. In the magazine article, you 
were identified under a false name to protect your identity, and 
now you have obviously decided to go public. 

Tell us what finally prompted you to go on national television 
and appear here at our hearing? 

Mr. Sisco. I think it is very important that the people who deal 
with this first-hand stand up and educate the rest of the country as 
to what is going on. It took a long time for me to accept that I had 
the disease, and then once I did, I was afraid, and I wanted to hide, 
and then I decided I have nothing to be afraid of; I need to stand 
up and educate as best I can. 

The Chairman. Have you gone through any additional hardships 
as a result of going public with your story? 

Mr. Sisco. Yes. When we came back to Martinsburg Monday 
night, there was a little delegation of people there, friends and 
family of my lover, and they asked us to move; they asked us to 
leave Monday night, to leave Martinsburg. And we will be moving 
again. I am not sure where, but I will be moving again somewhere 
that I feel is safe. 

The CHAiRMi.M. So you are aoi even living in your home town? 

Mr. Sisco. No. If you watched the Oprah Winfrey Show, they 
don't want me there. 

The Chairman. Would you prefer living in your home town? 

Mr. Sisco. After everything that has happened, no, I don't want 
to go back there. I see that my family cannot handle it. Like I said 
earlier, they love me, but through the society they have to hide 
that love, and I do not want to put them through that. 

The Chairman. Do I understand that you actually went into 
hiding at one point? 
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Mr. Sisco. Yes. There were threats on my life over the local 
radio station, and when the health department found me a host 
home, I went into hiding, and even my family did not know where 
I was at until two months later. 

The Chairman. You have talked about education. What do you 
want people to know? 

Mr. Sisco. I would like them to know that if they are not a he- 
mophiliac and they are not a homosexual, and they have safe sex 
and they practice safe sex, that they are not going to get this dis- 
ease, and that they do not have to be afraid of people who have it; 
that you have to have sex with these people, or have a blood-to- 
blood contact to get this froni the people who have it. There is no 
reason to quarantine us or ship us off onto some island. It is a very 
hard disease to get. I mean, you basically have to work at getting 
it. You do not just reach out and touch someone and get this dis- 
ease. 

And it can be put in plain and simple words so that people as 
low as in the fifth grade can understand. They have to be taught 
early. 

The Chairman. Is there some kind of education, in terms of 
family relations, that could help families deal with a personal 
AIDS experience. Is there some understanding that people ought to 
have to help them deal with a sense of compassion and love for a 
family member with AIDS? 

Mr. Srsco. I recently read a book titled, **When Someone You 
Know Has AIDS." For anyone who has been around anyone who 
has AIDS or is going to be around them, that is a handbook that 
can be and is very helpful. It tells you how to love this person, how 
to make them feel as normal as possible, because the more normal 
the environment, the longer the person is going to live. 

My oldest sister has read it, and I lived with her, and she was 
not afraid of me. The only problem we had is she has a little 
daughter who is about two years old now, and she went through 
the biting stage, where she was biting people, and we had to watch 
out then, but other than that, I lived and existed in that family 
normally until the society ran me away. 

I cooked for these people, I cleaned for them. I even went out and 
helped my brother-in-law make some money for us, cutting grass 
and things, when I felt like it. 

The Chairman. You think there is a lot more to know, both 
about the nature of the disease and also about how to treat people 
who have it. 

Mr. Sisco. I think there is a lot more to learn about how to treat 
the disease itself. I think we basically know how you can get it. 
And if people would just read, just educate themselves. You cannot 
pound it in their heads. You can give them the information, and 
they themselves have to read. 

The Chairman. Do you think that the public has gotten a lot of 
misinformation or wrong information about how AIDS can be 
transmitted? 

Mr. Sisco. I think it is not misinformation; I think they just let 
their imaginations get carried away. I think they listen to some re- 
ligious fanatics who are homophobic, and they let that make their 
decisions for them. 
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This is not a homosexual disease. This disease does not have any 
bias towards anyone. And I think the major thing is the fear of ho- 
mosexuals. It is not the fear of AIDS; it is the fear of homosexuals. 

The Chairman. Ms. Edwards, would you proceed, please? 

Ms. Edwards. Thank you very much for inviting me to Washing- 
ton to testify. 

Mothers of AIDS patients are not concerned about statistics. 
They change daily. But the projection for 1991 is not comprehen- 
sive; it is just terrifying. 

We are concerned about the lack of assistance we have in extend- 
ing our children's lives. We want them to have a future. It is diffi- 
cult to speak of a future when five mothers in our group lost their 
sons this past week, and two more young men were diagnosed HIV- 
positive. 

Discrimination against our next generation of Americans is one 
of our major problems. Who cares, particularly a mother, how her 
chiM became ill? We stand strong beside their beds to give comfort 
and love, and wish a bowl of chicken soup and a kiss on the fore- 
head would make it all better. But AIDS does not work like that. 

There is no prospect for a cure at the moment, and the projection 
is very bleak. AIDS destroys immune systems and ends lives before 
the natural order of our universe is carried out. 

The threat of quarantining our children is ludicrous, financially 
impossible, discriminatory, and no mother in America will stand 
idly by anu allow anyone in our Government to implement such an 
atrocity. 

Education is our greatest advantage. I will never have AIDS 
even though I cared for my son when he died of AIDS in 1984. I am 
educated, and I am aware of how it is contracted. I sometimes feel 
half our population live in caves, never reading or listening to all 
the information available to arm ourselves against this plague. 
Wake up, Americans. This is a public healt _ problem, not a gay 
disease. There is nothing gay about AIDS. It is grim and it is devas- 
tating. 

Hospitals are for acute illnesses, not prolonged debilitating dis- 
ease. Let us establish hospice units nationwide and get AIDS pa- 
tients out of $1,200 a day rooms and into a medical, home atmos- 
phere. 

We desperately need in-home nursing so the family and friends 
can be involved in the patient*s care. AIDS patients need their 
loved ones near them as their life ebbs daily and their bodies are 
diminished to skeletal-like stick figures. 

It is of necessity that the Government adjust our budget to in- 
clude this nursing care for HIV-positive and ARC patients. We 
must have supplemental funding immediately. Try as we may, 
mothers cannot become registered nurses overnight. We are the 
basic caregivers. 

The release of experimental drugs should be of utmost impor- 
tance as most patients are willing to try anything to extend their 
lives. I realize the pharmaceutical companies are working around 
the clock for a cure, but we mothers are very impatient for help. 

Federally-subsidized catastrophic health insurance for AIDS and 
ARC patients should be mandatory. It is appalling how many 
young men are living in the back seats of their cars without medi- 
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cation because their insurance was cancelled when their employers 
fired them on learning they had AIDS or were just tested HIV- 
positive. 

Why should the major amount of benefits from an insurance 
company be used up by an ARC patient before he has full-blown 
AIDS? This happens daily. Diagnosed HIV-positive and ARC pa- 
tients are not recognized by Atlanta's CDC as being very ill, there- 
fore are not considered for Social Security, which takes months to 
receive, and most P.W.A.'s— persons with AIDS— do not have 
months. I have seen too many die before full-blown AIDS is even 
diagnosed to believe that. 

RW.A.'s want to continue their jobs and their responsibilities, 
but need financial help with staggering medical bills. Do you 
wonder why so many P.W.A.'s are underground about AIDS? 

ARC is as deadly as AIDS, and until the CDC recognizes that as 
a fact, the insurance companies will falter along the way. 

We must open our arms, our hearts, and our purse strings to con- 
quer this lethal disease. Please consider D. Stephen J. Kraus' of At- 
lanta CDC report that, "One in every 80 men in America are HIV- 
positive." This could be your son, or it could be you. But that does 
not eliminate the threat to your daughter, your baby or your wife. 
No one should have to die with the stigma of a socially unaccept- 
able word such as AIDS on their death certificate. 

Let's hold hands across America and conquer AIDS through edu- 
cation. Government funding, and unconditional love. If you remem- 
ber nothing else that I have said today, remember this, and I quote: 
*'V/hen we lose our parents, we lose our past; but when we lose our 
children, we lose our future.*' 

Thank you. 

The Chairman. Thank you very much. 

Ms. Edwards, could you tell us how you decided to form this or- 
ganization and tell us a little bit about how it works? 

Ms. Edwards. My son became ill in 1982, and that was when the 
first scare of AIDS was out there. I did not have anyone to talk to 
except my son's friends, two girlfriends, and my husband. That was 
my support system. And I kept thinking I was the only mother in 
the world who was going through this, who was losing her child, 
and I was the only one with a broken heart. 

And it so happened a lady who lived just a few miles from me 
went through the same experience. I went through it in September 
of 1984; she did in November of 1984. We left our names at the 
AIDS hotlines, the AIDS Project Los Angeles, and we said we need 
to talk to a mother, we need to work through this. 

She called n^e, and we discussed it for aboul three monthb and 
decided we were committed to never allowing another family to go 
through this alone, without support, without someone to hold 
hands, to cry with, just to talk to. 

So in March, it will be two years. We started with two women. 
V\^e now have over 300 families in Los Angeles and about 200 
P.W.A.'s that we talk with at least once a week. We have support 
meetings. We have support bereavement meetings for the ones that 
have already lost their children. We go to any length to support a 
family. This is not just mothers. This is families. Siblings are won- 
derful support for these young men. They really rally around them. 
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Fathers are terrific, too, once they have gotten over the problem of 
dealing with the homosexuality; they are always there for them 
when they are ill. 

The Chairman. To your knowledge, is this the only program that 
you have in L.A., or is there a national program? 

Ms. Edwards. There are support groups all over the United 
States. There is not a program just like ours, not a Mothers of 
AIDS Patients. 

The Chairman. You are trying to turn that into a national pro- 
gram, is that right? 

Ms. Edwards. Yes. We have groups started in several States. In 
Massachusetts, we have three mothers that we contact and work 
with, and they have been very beneficial. 

The Chairman. Very good. 

What sort of things do you try to do with mothers of people with 
AIDS? I mean, if a mother gets hold of you in L.A., what kind of 
support are you able to give them? I suppose it depends on what 
their special needs are. 

Ms. Edwards. They want to tell their storv. They want to tell 
the story of their son, how their heart is breaking. When they call 
us, it is at least an hour conversation, listening to this woman cry 
and say, "I am broken-hearted.** 

Then we have another case of a woman who called, and her son 
had died. She did not have $150 to have his body cremated s^ 'le 
could be buried. We rounded up $150. We are not funded. We '.ave 
incorporated, and we are hoping to get some funds. 

We had a woman whose son was in Juneau, Alaska, and she 
wanted to see him before he died. We managed to get together $500 
to send her to Juneau to be with her son two weeks before he died. 

These are the things that we will be doing. But mostly it is a sup- 
port group. We have been there, and we know what listening 
means. We know what hand-holding means. 

The Chairman. How about a situation where the parents do not 
want to see their children? Do you have any of these kinds of situa- 
tions? 

Ms. Edwards. We have about one-third of our young men in hos- 
pitals. We work out of three different hospitals in Los Angeles. 
About one-third of our young men, the parents have written them 
off and said, **We cannot deal with your death.** 

Well, we try to contact the parents and say, *'Your son is not 
dealing with his death very well, either.** But if they are not there, 
the MAP mothers are always there for them. We go to the hospi- 
tals; we hold their hands; we are there when they die, and we help 
the lover or the friends who are going to take care of the remains. 

We give them birthday parties. We take them home with us. We 
are having a Christmas party for 120 P.W.A.*s who may not be 
here next Christmas. We are making 120 red Christmas stockings 
for them, because we want to do something for them. We want to 
be the surrogate mothers where their mothers have let them down. 

The Chairman. You have heard Michael's story. Is his situation 
unusual, or is it fairly common? 

Ms. Edwards. In smaller towns in America, it is common. So 
many of the mothers come from out-of*town to Los Angeles to be 
with their son, living in the California area. They don*t want to go 
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back home and tell their relatives and friends that their son died 
of AIDS. They really would like to have the death certificate al- 
tered and not read ''AIDS", and they don't plan to go back and tell 
anyone. So many of them just say he died of leukemia or cancer— 
because their businesses would be in jeopardy. 

The Chairman. Their businesses would be in jeopardy, be- 
cause 

Ms. Edwards. People would boycott their places of business. If 
they knew the son died of AIDS, they would think the parents had 
it, too. This is the mentality of the smaller towns. I hate to say 
that. But until they have something in their hands that they can 
read and tell them, they are not going to listen to radio and televi- 
sion, and they are not going to read the paper. They need some- 
thing in their hands that is sent to their home that they can read, 
that tells them that they should have no fear of this disease. It is 
very difficult to get AIDS. 

The Chairman. What is the message you think mothers of AIDS 
patients would most like to convey through you at this hearing 
today? 

Ms. Edwards. I wish all parents could love their children uncon- 
ditionally. Forget about how they got it, when they got it, what 
they did in life before the day they became ill. I would like them to 
realize that we must give these young men unconditional love and 
support them in every way possible. 

The Chairman. That is a very powerful note to end on. 

I just have one or two questions for Michael. Do you have any 
contact now with your family? 

Mr. Sisco. Just my oldest sister. 

The Chairman. Are you able to work? 

Mr. Sisco. No. I applied for Social Security and recently received 

it. 

The Chairman. How do you pay your medical bills? 
Mr. Sisco. I haven't been. I have a very good doctor in Charles- 
ton who tells me that that is the last thing I should worry about. 
The Chairman. Well, that is a very good doctor. 
Senator Hark in? 

Senator Harkin. Mr. Chairman, I have a statement that I would 
like to enter into the record, and I cannot really add any questions 
at this time. I have listened to your questions, and I really have 
nothing to add. 

The Chairman. I want to thank both of you for being here. I 
hope the Congress will have the courage you folks have exhibited 
and that all my colleagues will address this problem in a meaning- 
ful way and soon. 

The legislation which we have reported unanimously by the 
Committee contains strong education provisions, such as the kinds 
of provisions you have called for today. It also provides for the kind 
of home care that you have described, Ms. Edwards. This is an im- 
portant component in terms of home health care, and that is seen 
from the different programs that have taken place in California 
and other places, the importance and the significance as well as 
the cost saving aspects, and the other kinds of important qualities, 
not only in the medical services, but the caring for people. 
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We have other legislation which will deal with some of the dis- 
crimination which seems so prevalent these days. The only thing 
we are lacking is the coverage to deal with this kind of situation I 
think the testimony here today will serve as a reminder of what 
nf'eds to be done. 

The problem, as you noted, Ms. Edwards, and as you have dem- 
onstrated Michael, does not involve statistics. The problem we are 
talking about today involves human beings, human beings who are 
hurting and suffering and need our understanding and our compas- 
sion and help. I think we have to keep the pressure on, and we 
have to keep hearing from people like yourselves. 

We are very grateful to both of you for your willingness to speak 
to us today with such frankness and candor. You make a very pow- 
erful, powerful case, and the ball is really in our court on this ques- 
tion, i just hope we are able to measure up to it. 

I want to thank you both. If you want to keep in touch with us 
we will be glad to let you know how the legislation is progressing! 
You have been a part of this whole legislative process, and you are 
certainly entitled. And if you have some ideas, Ms. Edwards, about 
whether there are some ways and means that we might be able to 
work something out through that legislation in terms of support 
groups like your own, I think we ought to instruct staff to see if 
something can be done on that as well. 

Ms. Edwards. Thank you very much. 

The Chairman. We will move now to the second panel. We now 
have the opportunity to hear from public health experts about the 
need for a comprehensive approach to halt the spread of the virus 
in addition, each witness will explore the relative merits of more 
restrictive procedures which the Senate may be asked to consider. 

We will hear first from Robert McAfee of the American Medical 
Association who will address their opposition to a Federally-man- 
dated name reporting and contact tracing program, and we will 
then hear froni James P. AuBuchon, the Chief Medical Officer of 
the American Red Cross, who will describe the various procedures 
they have put in place to maximize the safety of the blood supply. 

will hear from Dr. June Osborn, Dean of the University 
of Michigan School of Public Health. She will discuss the impor- 
tance of targeted information presented in a manner which reaches 
communities with a high incidence of the virus. 

We very much appreciate all their work on the issue and their 
willingness to be here with us this morning 

Dr. McAfee? ^ 

STATKMENTS OF DR. ROBERT E. McAFEE. BOARD OF TRUSTEES 
AMERICAN MEDICAL ASSOCIATION. ACCOMPANIED BY MI- 
CHAEL ZARSKI. DIVISION OF LEGISLATIVE ACTIVITIES AMA- 
DR. JAMES P. AUBUCHON. CHIEF MEDICAL OFFICER. AMERI-' 
CAN RED CROSS MEDICAL OPERATIONS; AND DR JUNE E 
OSBORN. DEAN. SCHOOL OF PUBLIC HEALTH. UNIVERSITY OF 
MICHIGAN 

TJ ^""^ Chairman, Senator Harkin. my name is Dr. 

Kobert McAfee, and I am a physician in the practice of general sur- 
gery in Portland, Maine. I am also a member of the Board of Trust- 



ERIC 



ees of the American Medical Association. With me this morning is 
Michael Zarski, of the Association's Division of Legislative Activi- 
ties. 

Mr. Chairman, I would first like to share a small anecdote with 
you. It was roughly 30 years ago that I first met you when, as a 
third-year medical student in Boston, I was assigned the duty of 
drawing blood at New England Baptist Hospital. 

The Chairman. Ah— I have been looking for you. Have you 
gotten rid of that dull needle? [Laughter.] 

Dr. McAfee. On the contrary. Senator Kennedy. I remember 
very well the kind words you gave me about my dexterity and skill 
in drawing blood. In fact, you asked for me on several occasions 
when some of my colleagues could not achieve the same result. I 
find it very interesting that, 30 years later, we are sitting here 
again discussing a blood test. 

The Chairman. Where do you practice presently? 

Dr. McAfee. I practice medicine in Portland, Maine. 

The Chairman. Are you affiliated with that medical center? 

Dr. McAfee. Maine Medical Center in Portland, yes. 

The Chairman. That is a terrific medical center, since you have 
mentioned it. I think, as a matter of fact, you have got probably 
one of the lowest infant mortalities of any medical facility in the 
country, as I remember. 

Dr. McAfee. The Maine Medical Center, as well as the State of 
Maine itself, has a very low infant mortality rate. For many years 
we were number one in the country. We are now third or fourth. 

The Chairman. Well, it is a wonderful indication of the work of 
the medical profession up there. 

Dr. McAfee. Thank you, sir. 

The AMA appreciates this opportunity to appear before the Com- 
mittee and respond to your invitation to express our views on the 
appropriate Federal policy on the issues of reporting HIV-positive 
individuals and contact tracing. 

There appears to be general recognition that action at the Feder- 
al level must be very carefully considered inasmuch as State and 
local jurisdictions need flexibility to develop policy that best fits 
their individual needs. With this in mind, the American Medical 
Association has analyzed the goals of reporting HIV-positive indi- 
viduals and contact tracing. We have concluded that appropriate 
reporting and contact tracing could be a benefit to public health 
But we also recognize that there are circumstances where the bene- 
fits to the public health afforded by certain reporting or contact 
tracing schemes may not outweigh the compromise to the rights of 
individuals. 

We believe that local health officials would benefit from reports 
of HIV-seropositivity. For example, they can determine if testing 
programs are reaching a significant infected population. According- 
ly, the AMA believes that individuals who are found to be seroposi- 
tive to HIV should be reported to appropriate public health offi- 
cials on an anonymous or confidential basis— and I emphasize on 
an anonymous and confidential basis-^with enough information to 
be epidemiologically significant. 

States may, in addressing their particular problems, require re- 
porting by various methods. In any event, measures to provide con- 
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fidentiality and protection against discrimination are essential to 
the success of any reporting program. Even with confidentiaHty 
and anti-discrimination safeguards in place, such reporting could 
deter some from seeking testing and counseling. 

We therefore recommend a flexible approach, allowing for State 
and local options, that precludes a single Federal standard in this 
area. 

One of the more diffijult issues facing society is how to warn un- 
suspecting spouses or sexual partners of persons who test HIV-posi- 
tive. Such a warning would allow the third party to take measures 
to avoid exposure. As a general rule, the AMA believes that unsu- 
specting contacts of a person who has been found to be infected 
with HIV should be informed of their risk. In some cases, it would 
not be responsible to rely on the infected individual to convey a 
suitable warning. Where interv^ention is indicated, public health of- 
ficials and physicians should be able to act, and mechanisms analo- 
gous to those used in the past by public health authorities to warn 
contacts concerning sexually-transmitted disease should be utilized. 
We have experience in that endeavor. 

The desirability of allocating limited resources to contact tracing 
will vary according to the population. Expenditures for contact 
tracing and resulting counseling and testing are aimed at a very 
narrow segment of the population. Such expenditures may actually 
be most effective in localities where the incidence of HIV infection 
is low and where those contacted would not otherwise know that 
they are at risk. 

Those in the best position to determine whether to commit re- 
sources to contact tracing and the extent of those resources are at 
th? State and local level. The Congress should not mandate this ac- 
tivity directly or as a strict condition for the receipt of Federal 
funds for essential HIV testing and counseling and general educa- 
tion programs. 

Finally, Mr. Chairman, we would like to express our support for 
S. 1220, the Acquired Immunodeficiency Syndrome Research and 
Information Act of 1987. The comprehensive program contained in 
this bill, which has been reported by this Committee, will address 
critical needs for education, treatment and research on AIDS. 

We also were privileged to testify before this Committee on S. 
1575. We continue to support the testing, confidentiality, and anti- 
discrimination provisions that are included in S. 1575. 

We commend you, Mr. Chairman, along with other sponsors and 
supporters of this legislation on the Committee for moving forward 
in this critical area. The AMA will continue with its AIDS-related 
activities directed toward the medical profession and the public. 
We hope to ensure that every physician in this country is aware of 
his or her need to maintain that very judicious balance between 
the rights of the individual patient being cared for maintaining the 
public health in this country. 

The AMA Council on Ethical and Judicial Affairs recently ad- 
dressed the issue of treating patients who test positive for the HIV 
antibody. The tradition of the AMA, since its establishment in 1847 
has been that ''when an epidemic prevails, a physician must con- 
tinue his or her labors without regard to the risk of his own 
health." 



I Regarding AIDS, the Council has now stated that a physician 

? may not ethically refuse to treat a patient whose condition is 

f within the physician's current realm of competence solely because 

t the patient is seropositive. 

I I would like to submit a copy of this ethical statement for the 
record, Mr. Chairman, and I would be pleased to answer any ques- 

t tions } ou may have. 

I The Chairman. We will be glad to receive that. 

I [Prepared statement of the American Medical Association fol- 

I lows:] 
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Mr. Chairman and Members of the Coiamittee: 

My name is Robert E. McAfee, M.D., and I am a physici&n in the 
practice of surgery in Portland, Maine* I am also a member of the Board 
of Trustees of the American Medical Association. With me is Michael J« 
Zarski of the Association's Division of Legislative Activities. 

The AMA appreciates this opportunity to appear before the Committee 
and respond to the invitation to express our views on the appropriate 
federal policy on the issues of reporting HIV-positive individuals and 
contact tracing. 

The AMA has been very impressed with the efforts of the Congress to 
formulate appropriate federal policy to address the challenge of AIDS. 
There continues to be sharp divisions over specific approaches, but 
general recognition of the gravity of the situation we face. 
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There also appears to be general recogaitioa that action at the 
federal level must be carefully considered ioaiauch as state and local 
jurisdictions need flexibility to develop policy that best fits their 
individual needs. This flexibility would be lost if the federal 
govemaent vas to establish preemptive parameters. In addition, 
available federal and state resources are limited and should be put to 
oiaximum use for purposes best suited to their areas of jurisdiction. 

As this disease has evolved in the United States it has become 
apparent that we will be living with the threat of AIDS for a long time. 
In the United States, we already have had more than 43,000 confirmed 
cases of AIDS. More than half of those patients are now dead. And the 
disease shows no nigns of abating. During the next four years, the 
number of confirmed cases in the O.S. is expected to climb to 323,000. 
At present, it is estimated that as many as two million Americana may be 
infected with the AIDS virus. The majority of these people do not know 
they are infected, and all have the potential of infecting others. 
Scientific evidence continues to accumulate that a high percentage, if 
not all, of those infected will develjp the disease and face a fatal 
outcome. 

Given the growing dimensions of the crisis and given limited national 
resources, it is imperative that a national policy be developed jointly 
by the public and private sectors. Such a policy must seek, in a 
cost-effective way, to achieve fundamental national goals: prevention, 
treatment, and cure — and adequate research in all three areas. A 
coherent national approach to this modem killer is needed— a 
comprehensive blueprint for a national response, not pieceaeal solutions. 



ERIC 



255 



3 - 



Such a national policy nust have certain characteristics: 

o The policy ust be comprehensive, proceeding simultaneously on 
the fronts of prevention, treatment, and research. 

o The policy aust be coordinated between public and private sectors 
and between the different levels of governoent. A national 
policy does not necessarily aean a federal policy: there are 
important roles at all levels of the health care syaten and at 
all levels of govemaent. Nor does it necessarily mean 
uniformity: on certain issues different approaches should be 
tried to determine efficacy. 

o The policy must be carefully balanced. For example, concern for 
the person with the disease must be balanced with concern for 
those who do not have the disease but who may become infected. 
Similarly, careful consideration must be given to directing 
scarce resources to increased prevention, even as increasingly 
large resources are necessarily devoted to research and treatment. 

o The policy aust be based on scientific information and medical 
Judgments. Although policy choices must inevitably be made, they 
should be formed on the best available loformatlon and on the 
extensive public health experience In dealing both with AIDS and 
with other contagious diseases. 

o The policy should be nonpartisan. Although It may be tempting to 
play on fears and prejudices, public figures and officials both 
inside and outside the health community should avoid exploiting 
the crisis for partisan political advantage. 

o The policy should be capable of continuous review and 

modification as more and better information becomes available. 

With this in mind, the AMA has analyzed the goals of reporting 

HIV-positive Individuals and contact tracing. We have concluded that 

appropriate reporting and contact tracing could be a benefit to public 

health. We also recognize that there are circumstances where the 

benefits to the public health afforded by certain reporting or contact 

tracing schemes may not outweigh the compromise to the rights of 

individuals. We. therefore, favor a flexible approach— allowing for 

state and local options— that precludes a single federal standard in tnis 



area. 
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We believe that local health officials would benefit from reports of 
HIV-seropositivity, for ezanple, to determiae if testing programs are 
reaching a significant infected population. AccordinRlv, the AMA 
believes that individuals who are foH-^d to be seropositive to HIV should 
be reported to appropriate public health officials on an anonymous or 
confidential basis, with enough iofomation to be epideoiologically 
significant. States may, in addressing their particular problems, 
require r^iporting by name. In any event measures to provide 
confidentiality and protection agains' discrimination are essential to 
the success of any reporting program. Even with confidentiality and 
anti-dlsc'lnlnatlon safeguards in place, such reporting could deter some 
from seeking testing and counseling. 

Another reason often advanced for reporting of HIV-positive 
individuals would be to collect data on the prevalence and spread of 
HIV. At the present time only those cases ;:hat meet the current CDC 
surveillance definition of AIDS are reported to that institution. Since 
AIDS is the final and to date, the uniformly fatal stage of 
HIV-inf ectlon, it presumably represents only tht tip of the iceberg. How 
large the base of that iceberg really is — 'that is, how many people are 
actually infected — can only be estimated from the number of reported AIDS 
cases. The CDC itself is unsure about the accuracy of its estli&ates. 
Yet if sound economic and medical plans are to be made for the future, 
more reliable projections must be a>*ailable. 
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Reporting of infected Individuaxs wt.o have cone to light as a result 
of voluntary testing would not, however, provide an accurate reflection 
of the prevalence of infection in the population. The AMA has 
recooaended a national study in various areas of the country to determine 
the prevalence and conversion rate of the HIV in the United States 
population. This study auat be repeated at appropriate intervals to 
gauge the spread oc the disease. This essential research effort Is now 
underway by the CDC. 

One of the :*ore difficult issues facing society is how to warn 
unsuspecting spouses or sexual partners of persons who test HIV 
positive. Such a warning would allow the third party to take aeasures to 
avoid exposure. As a general rule, the AHA believes that unsuspecting 
contacts of a person who has been found to be infected with HIV should be 
informed of their risk. In some cases. It would not be responsible to 
rely on the infected individual to convey a suitable warning. Where 
intervention is indicated, public health officials should be able to act, 
and mechanisms analogous to those used ^n the past by public health 
authorities to warn contacts concerning sexiially trmsmitted disease 
should be utilized. 

The desirability of allocating limited resources to contact tracing 
rlll vary according to the population. Expenditures for contact tracing 
find resulting counseling and teating are aimed at a very narrow segment 
of the population. Such expenditures may be most effective in localities 
where the incidence of HIV Infection is low and where those contacted 
would not otherwl^^e know they are at risk. 
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Od the other hand, Id populatioos with a high iacideace of iofectioa 
•ad with sany iodividuala prac'.icing high-riak behaviora, reaources aay 
be aore effectively directed toward voluntary teating of all high-riak 
individual* with education and counseling to eliminate behavior which 
leads to further transnisaion of the infection. 

Those in the beat position to detend.ne whether to cowilt resources 
to contact tracing and the extent of thoae resources sre st the stste and 
local level. The Congresa should not msndste this sctivity directly or 
as a atrict condition for the receipt of federal funda for easential HIV 
testing and counseling and general education programs. Federal financial 
aasistance, however, would undoubtedly be of great benefit to those 
contact tracing programs which have been initiated by the states. 

Finally, we would like to ezpreas our support for S. 1220, the 
Acquired Immunodeficiency Syndrome Research and Information Act of 1987. 
The comprehensive program contained in thla bill, which has been reported 
by thia Committee, will address criticsl needs for education, treatment, 
and reaearch on AIDS. We commend you, Mr. Chairman, along with other 
sponsors and supporters of this legislation on the Coomittee for moving 
forward in this critical area. We hope that the call for swift passage 
of this messure in the full Senate and in the House does not go unheeded. 

The AMA, for our part, %rlll continue vlth our AlDs-related activitlea 
directed toward the medical profesaion and the public. 

Just to mention a very recent development, the AMA Council on Ethical 
and Judicial Affairs has sddressed the issue of treating patients who 
test positive for the HIV antibody. The tradition of the AMA, since its 
organization in 1847, has been that "when an epidemic prevails, a 
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physician aust continue his (or her] labors without regard to the risk to 
his own health.** Regarding AIDS, the Council has now ststed thst s 
physicisn may not ethically refuse to treat a patient whose condition is 
within the physic Ian* s current reala of conpetence solely because the 
patient is seropositive. 



Congress should not oandate universal reporting of HIV-positive 
Individuals or contact tracing but should allow for state ioltiative in 
these areas. The federal govenuaent should stiaulate the develot^*«ent of 
prograas focusing on education and prevention of transmission, with 
financial assistance to encourage local prograas for testing and 
counseling. The federal guvemaent continues to have a special role, of 
course, to provide for essential research. 

The AMA is constantly reviewing its policies as our knowledge of AIDS 
develops. Modifications of our policies will be made as the scientific 
knowledge and iniormation about the disease warrant. We would reiterate 
the caution tha'. we expressed earlier that action at the federal level 
aust be carefully considered. 

Mr. Chairman, ve would be pleased to answer any questions you aay 
have. 



Conclusion 
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The Chairman. Just a few questions. Dr. McAfee. 

As I understand it, historically, there has never been reporting of 
names to the Federal Government for any disease Is that your un- 
derstanding? 

Dr. McAfee. Yes, sir. 

The Chairman. So, the times we have been faced with other seri- 
ous communicable disease, we have not, submitted the names for 
sound public health— public policy reasons. You record the inci- 
dence of the disease and whether it is progressing in various differ- 
ent areas, communities, or populations. But we have never re- 
quired the submission of names, as I understand it. 

Is that your understanding, too? 

Dr. McAfee. Yes. We do have reporting to public health authori- 
ties at a local level for a variety of reasons. 

The Chairman. All right. What would be the value from a public 
health point of view of reporting that information to the Federal 
Government? It really would not provide any information about 
the disease or its spread that we do not get from our current re- 
porting system, would it? 

Dr. McAfee. I think not. 

The Chairman. And since the testing and education is done at 
the local level by the States or the private health care delivery 
system, reporting the names to the Federal Government would not 
really contribute anything that would enhance our efforts to stop 
the spread of AIDS, would it? 

Dr. McAfee. I would agree. 

The Chairman. And wouldn't you agree that an additional ex- 
pense would be associated with such reporting, and although such 
reporting would have value in the battle against AIDS, do you also 
agree that it is not the wisest way to be spending limited re- 
sources? 

Dr. McAfee. The cost of reporting and the cost of contact tracing 
would take a significant part of the very precious health care 
dollar we are now allocating to AIDS. 

The Chairman. And you have also indicated support for impor- 
tant procedures to ensure confidentiality and protections against 
discrimination. Why do you feel anonymous reporting is so impor- 
tant? 

Dr. McAfee. One must understand. Senator, that the populations 
we are dealing with are for the most part minority populations. 
They already feel a certain sense of discrimination in this country. 
We must identify those individuals who need counseling and educa- 
tion. To create a system which drives these individuals away from 
that arena of help would go totally against the concept of health 
care in this country. 

I think for that reason, access to the testing mechanism and 
access to health care in general should not be barred by discrimina- 
tory policies that reflect badly upon the individual patient. 

The Chairman. Just one more question, and that concerns con- 
tact tracing. It is my sense that this procedure is generally misun- 
derstood, and in fact this Committee has been told it is more appro- 
priately referred to as "partner notification.*' Can you explain the 
process and how it works? 
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Dr. McAfee. Contact tracing is a process which has allowed us to 
control outbreaks of highly infectious disease. It has been the 
public health authorities responsibility to identify the population 
and to provide treatment. We have had curative treatment for 
most of the other sexually-transmitted diseases available to us. 

The problem with AIDS is the long lag time that we have. One 
may have had an exposure five years ago that has resulted in sero- 
positivity without the individual being aware of it. In the absence 
of any curative treatment that would then allow a change in the 
outcome of that individual, we feel that spending some of those 
precious dollars, or a lot of those precious dollars, through a proc- 
ess of contact tracing would not be particularly rewarding. It is es- 
timated that it might even cost upwards of $100 per contact to 
identify these individuals. 

And we are not limiting this to sexual partners or spouses. We 
also have a substantial population of AIDS patients who are drug 
addicts, who share needles, who have a large number of other con- 
tacts, and this would obviously be an expensive way to identify 
that population. 

The Chairman. Do you see any usefulness in implementing a 
forceful or detective type of tracing? Wouldn't such a notion drive 
thos€ infected underground and ultimately make it more difficult 
to educate the infected and stop the spreading of the disease? 

Dr. McAfee. I think we must be very cautious we don't adopt a 
stance that would prevent those individuals from being helped. 

The Chairman. We will go to Dr. AuBuchon, if you would be 
good enough to testify. 

I would indicate to Senator Harkin that any time you wish to 
question, we will get an opportunity to talk to the members of the 
panel again, but we will move ahead. 

Dr. AuBuchon. Mr. Chairman, Senator Harkin, I am Dr. James 
AuBuchon, Medical Officer, Medical Operations, American Red 
Cross. 

I am pleased to have been asked to discuss with you steps that 
the American Red Cross has taken to make the blood supply safe. 
Additional information regarding protective measures for AIDS 
and other diseases such as hepatitis can be found in my written 
testimony. 

AIDS is certainly the greatest infectious disease concern of the 
patient about to receive a blood transfusion. Prevention of the 
spread of the cause of AIDS, the human immunodeficiency virus, 
or HIV, through blood transfusion, involves many different proce- 
dures that combine to provide a high degree of protection. 

The cornerstone of this protection is education and self-deferral 
of donors at increased risk of HIV infection. Activities that may 
have placed a prospective donor at risk for exposure to HIV are 
clearly spelled out in a pamphlet read by all donors before dona- 
tion. Those potential donors, who have signs or symptoms of AIDS, 
or who may have placed themselves at risk of contracting HIV, are 
told they must not donate blood. 

A further opportunity to defer donors at risk for transmitting 
HIV occurs when a trained Red Cross nurse reviews the prospec- 
tive donors' health history in a confidential interview. The nurse 
asks specific questions about signs and symptoms that might be ref- 



ERJC,„ 



2u 



377 0 - 88 - 10 



2(>2 



erable to AIDS or HIV infection. The nurse also asks about the 
general health of the donor, past signs and symptoms of other com- 
municable diseases such as hepatitis, and activities such as intrave- 
nous drug use that may have led to exposure of the individual to 
HIV or other infectious diseases. 

At the end of this intervie^\, the prospective donor signs a state- 
ment verifying that he or she has read the information regarding 
the modes of spread of HIV and agrees not to donate blood for 
transfusion if he or she is at risk for having been exposed to HIV. 

The nurse also examines the arms of the donor for evidence of 
needle marks indicative of intravenous drug use. 

Two additional opportunities are available to the donor to identi- 
fy his or her blood donation as one that should not be transfused to 
a patient. The first of these is called the confidential unit exclusion 
procedure. In this step, the donor reads another reminder of the 
importance cf truthful health and exposure histories, and a listing 
of those individuals who must not give blood is reiterated. 

The donor then checks one of two boxes— yes, my blood may be 
used for transfusion, or no, my blood should not be used for trans- 
fusion. This ballot is identified only by the number on the unit of 
blood, not the donor's name. Should the donor not recognize his or 
her risks, or decide not to identify the donation as potentially at 
risk for transmitting HIV until after leaving the donation site, the 
donor can refer to a take-home card given each donor with the 
number of their donation. This card urges that such donors contact 
the blood center by phone. 

Testing for the presence of HIV antibodies and all blood dona- 
tions is another important step in maintaining a safe blood supply. 
Test procedures are performed with reagents licensed by the Food 
and Drug Administration. In addition to approval of each of these 
lots of reagents by the FDA, the American Red Cross has estab- 
lished an additional panel of blood samples that is used to test each 
lot of reagents before release for use in the Red Cross system. 
These reagent verifications, plus routine quality control procedures 
and laboratory proficiency checks afford assurance thot the rea- 
gents and procedures in use for HIV testing represent the highest 
level of FCsnsitivity to HIV antibodies. 

Over 2,000 blood donors have been notified by the American Red 
Cross chat their blood was found to contain antibodies to HIV. On 
notifying these individuals, none have been found to have donated 
out of malicious intent or previously knew themselves to be HIV- 
positive. Instead, these individuals either did not understand that 
past activities had placed them at risk for HIV in/ection or psycho- 
logically were not able to recognize that the list of individuals who 
must not give blood applied to their situation. 

Therefore, we do not believe that criminalization of donation 
from HIV-positive individuals would add any safety to the blood 
supply. Instead, such a statute might have a chilling effect on the 
altruistic motivation of volunteer blood donors. 

Before any unit is released to a hospital from a Red Cross blood 
center, the past donation record of the donor is checked. The Red 
Cross maintains a confidential registry of donors previously found 
to have positive test results in infectious disease tests donors who 
gave histories that would prevent their future donations and 
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donors whose previous blood donations resulted in the transmission 
of an infectious disease to the recipient of the donation. 

The commitment of the Red Cross to safety in transfusion medi- 
cine does not end with the delivery of the unit of blood to the hos- 
pital. The American Red Cross is active in many other programs to 
enhance the safety of transfusion medicine. 

Much attention has been give i in the media lately to HTLV-I. 
This virus is in the same family as HIV and appears to be trans- 
mitted in the same manner. Individuals infected with HTLV-I may 
develop a fulminant type of leukemia or a disorder of their central 
nervous system that leads to loss of muscle control, after a latent 
period of years, or decades. 

HTLV-I is very rare in this country, but is more prevalent in 
southern Japan and certain parts of the Caribbean. The Red Cross 
has recognized the potential for harm to recipients of blood that 
this virus may pose and is taking steps to prevent the spread of the 
virus. 

Implementation of testing will require FDA licensing of a repro- 
ducible test that detects antibodies to HTLV-I. The Red Cross has 
pledged its assistance to the FDA in gathering samples needed to 
use in the licensure process. 

I must stress that these actions are being taken in advance of 
knowledge of any transfusion-transmitted clinical disease due to 
HTLV-I in order to prevent this virus from being transmitted to 
• recipients of blood transfusions. 

For some blood products, additional protective measures may be 
taken after donor screening and blood testing. Special viral inacti- 
vation procedures can be utilized to prevent or greatly reduce the 
likelihood of transmission of viruses through plasma derivatives. 

The American Red Cross is also actively involved in several re- 
search projects to develop means of inactivating or removing vi- 
ruses from liquid blood products. 

The American Red Cross has also established a surveillance 
system to detect new potential threats to the blood supply in the 
form of new viruses appearing in donors. 

The Red Cross is also sharing information with the Centers for 
Disease Control in order to better understand infectious disease 
ris'<s in the general population. 

Although many steps and procedures have been added to make 
the blood supply safe, any set of safeguards is not foolproof Physi- 
cians and patients should understand that although the blood 
supply is safe, it is not perfect. Therefore the American Red Cross 
is actively engaged in promoting alternatives to standard forms of 
transfusion therapy in order to minimize any risk to patients who 
might be in need of a transfusion. 

In summary, the commitment of the American Red Cross to a 
safe blood supply is demonstrated through the many different safe- 
guards taken in donor education, selection and testing, as well as 
through ventures in research, professional education and program 
and product development. The American Red Cross realizes that 
this diligence must be maintained through refinement of current 
techniques and development of new ones in order that the thera- 
peutic goals of modern medical care can be achieved. 
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The staff and volunteer leadership of the American Red Cross 
remain committed to provision of a safety and adequate blood 
supply. 

Thank you. 

Senator Weicker [presiding]. Thank you very much, Dr. AuBu- 
chon. 

[The prepared statement of Dr. AuBuchon follows:] 
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Modern medical practice requires safe and efficacious blood 
products. The Anerican Red Cross — its staff of dedicated 
nurses, medical technologists, physicians and other profes- 
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AIDS IS certainly the greatest infectious disease concern of 



The cornerstone of these safety efforts rests with educa- 
tion of potential donors so that they recognize whether 
they nay have themselves been exposed to HIV. Activities 
that may have placed a prospective donor at risk for 
exposure to HIV are clearly spelled out m a pamphlet 
read by all donors before donation. Those potential 
donors who have signs or symptoms of AIDS or who may 
hav placed themselves at risk of contracting HIV are 
told they must not donate blood. They may leave the 
donat-on site without explanation m crder to preserve 
their confidentiality. 
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Confidential Health History 

A further opportunity to defer donors at risk for 
transmitting HIV through a blood donation occurs 
when a trained Red Cross nurse reviews the prospective 
donor's health history in a confidential interview. 
The nurse asks specific questions about signs and 
symptoms that might be referable to AIDS or HIV 
infection. The nurse also asks about the general 
health of the donor, past signs and symptoms of other 
communicable diseases, such as hepatitis, and 
activities, such as intravenous drug abuse, that may 
have led to exposure of the individual to HIV or other 
infectious diseases. At the «nd of this interview, the 
prospective donor siqns a statement verifying that he 
or she has read the information regarding the modes of 
spread of HIV and agrees not to donate blood for 
transfusion if he or she is at risk for having been 
exposed to HIV. 

Physical Examination 

During a brief physical examination that includes 
checking the donor's pulse, blood pressure, 
temperature and hemoglobin concentration, the nurse 
examines the arms of the donor for evidence of needle 
marks indicative of intravenous drug use. 

Confidential Unit Exclusion a/3d callback Procedures 

There is a potential that peer pressure or other 
concerns may prevent a prospective donor who is at 
risk for having been exposed to HIV from leaving the 
donor site or being truthful in his or her responses 
during the interview. If this is the case, two 
additional opportunities are available to the donor to 
identify his or her blood donation as one that should 
not be released for transfusion. The first of these is 
called the Confidential Unit Exclusion Procedure; m 
this step, the donor reads another reminder of the 
importance of truthful health and exposure histories, 
and a listing of those individuals who must not give blood 
is reiterated. The donor then checks one of two boxes: 
Yes, my blood may be used for transfusion, cr No,^ my 
blood should not be used for transfusion. This 
"ballot" is marked only with the number on the unit of 
blood, not the donor's name. It is sealed and 
deposited in a closed box. Should the donor not 
recognize his or her risks or deride not to identify 
the donation as potentially at risk for transmitting 
HIV until after leaving the donation site, the donor 
can refer to a take-home card given each donor with 
the number of their donation. This card urges that 
such donors contact the blood center by phone; by 
giving only the number of their do.nation and the 



2 



ERLC 





267 



stateiaent that it should not be used for transfusion, 
the donation can be removed from distribution. 

HTV Antibody Testing 

Testing for presence of HIV antibodies m ail blood 
donations is another important step in maintaining a 
safe blood supply. Test procedures are performed with 
reagents licensed by the Food and Drug Administration 
and are used according to the manufacturer's 
directions. In addition to approval of each lot of 
reagents by the FDA, the American Red Cross has 
established an additional panel of blood samples that 
is used to test each lot of reagents before release 
for use in the Red Cross system. These reagent 
verifications, plus routine quality control procedures 
and laboratory proficiency checks, afford us assurance 
that the reagents and procedures in use for HIV 
testing represent the highest level of sensitivity to 
the hIV antibodies. 

(It should be noted that the initial test used on 
donated blood is extremely sensitive but not entirely 
specific, that is, it generates false positive 
results. Although donors with false positive results 
are not notified of this, inasmuch as scientific 
evidence has shown that these donors are not truly 
infected with HIV, only the blood that tests entirely 
negative in this very sensitive test is released to 
hospitals for transfusion.) 

Deferred Dor.cr Registry 

Before any unit is released to a hospital from a Red 
cross blood center, the past donation record of the 
donor is checked. The Red cross maintains a 
confidential registry of donors previously lound to 
have positive test results m infectious disease 
tests, donors vho gave histories t.^.at \o^'^d prevent 
their future donations and donors whose previous blood 
donations resulted in the transmission of an 
infectious disease to the recipient of the donation. 
Such donors are notified that they are not eligible to 
donate and are instructed not to donate again. 
However, in the unli'<ely event such a dor or riqht 
return and fail to give the same history or test as 
positive again, use of this registry would interdict 
the unit of blood and prevent its release to a 
hospital . 

Lookback and Fecipie'^t Testir^ 

The American Red Cress has bee*" .rvolved, a:c**7 uith 
ether blood collecting organ . eat ^crs a-i hcsp.tals, i.n 
a progrdn to .ce-^tif^ and ^ct.ty rec;picirts cf t.-cd 
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that r.ay have carta ir.ed HIV. After testi'^g 
for HIV ar.tibodies began, sorr.e donors have 
been identified as KlV-positive who donated prior to 
availability of the test. Piior donations are tracked 
to hospitals and, ultimately, to recipients, who are 
then advised of the situation and encouraged to be 
tested for HIV and recognize risks for subsequent 
transmission of the virus should they have been 
infected. 

Similarly, tho Centers for Disease Control has 
recommended that patients who received blood 
transfusions prior to the advent of HIV testing 
discuss their being tested with their own physician. 
While the risk of transmission was low, the CDC 
advised that it may be prudent to consider testing of 
recipients in certain circumstances. Red Cross blood 
centers have assisted m this effort by providina 
laboratory testing services or, m some conmunities , 
testing and counselina services. 

Hepatitis B 

The same measures applied to increase the safety of 
the blood supply with respect to HIV also apply to safety 
froni transmission of hepatitis B (serum hepatitis) . These 
two viruses are transmitted in similar ways and are more 
prevalent in the same groups of individuals. Therefore, the 
steps outlined above are also effective in reducing the 
risk of the hepatitis B virus being transmitted through a 
blood product. All donations are tested for the presence cf the 
hepatitis B virus m order to detect carriers of this disease 

Non-A. Kon-5 Hepatitis 

Non-A, non-B hepatitis (NAKB) is caused by several 
viruses that can be transmitted by blood and other routes. 
Once thought to cause a self-limited, innocuous form of 
liver inflammation, recent studies have indicated that NA:;3 
may cause serious, long-term liver disease. Once this 
information was known, the American Red Cross moved qu.ckZy 
to begin testing to reduce the risk of transmission of this 
disease through blood transfusion. 

The viruses that cause NANS have never been isolated, 
however, and no specific tests for them have been produced. 
(This is unlike the situation with hepatitis B whei'e 
laboratories can test blood directly for the presence of 
the hepatitis B virus.) Instead, the Red Cross uses two 
"surrogate" tests to identify donors vho may be at higher 
risk of transmission of NANB. Retrospective studies have 
shown that donors who have elevations m their blood of an 
enzyme produced m their liver, alanine ar.motransf erase - 
ALT, are more likely to transmit NArjB to recipients of 
their blood donations. Similar studies have shown that 
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donors who have been exposed to hepatitis B and have an 
antibody against a protein in its core ("core antibody" - 
anti-HBc) also are at a higher risk of transriittmg NAN'S 
through a blood donation. (The reason for this association 
is not known. ) 

Unfortunately, these surrogate tests have poor sensitiv 
and specificity: They fail to detect all donations capable o 
transmitting NANB and find as unacceptable for transfusion 
blood from donors who have donated many gallons of blood 
without any infectious complications m the recipients. 
Consequently, the Red Cross must collect an additional 51 
of blood because of test losses due to ALT and anti-HBc and 
must deal with dedicated donors whose blood is now found 
unacceptable for transfusion. The Red Cross believes, 
however, that these steps are important additions to the 
steps used to assure the safety of the blood supply. 

Syphilis 

All donations are tested for syphilis. Although the 
bacterium that causes syphilis does not survive under 
standard blood storage conditions, this test remains a test 
required by the FDA of all licensed blood banks to assure 
that syphilis is not transmitted by blood. 

Cytomegalovirus 

Almost all transfusion recipients are susceptible to 
the disease discussed above. However, other diseases may be 
a problem only for certain recipients. An example of this 
is cytomegalovirus (CMV) . Most Americans are exposed to 
this virus at some time in their life, and few have any 
clinical symptoms from an infection. In a patient whose 
immune system is less able to fight the infection, however, 
CMV may cause severe or life-threatening illness. 
Underweight, premature infants may suffer severe pneumonia, 
anemia and hepatitis from CMV infection. A ma^or cause of 
death in bone marrow transplant recipients has been CMV 
infection. For those patients whose physicians believe that 
CMV represents a disease risk. Red Cross blood centers 
provide blood that has been tested for CMV'. Similar to the 
test for HIV in that it detects antibodies to the virus and 
thus a potential for infectivity, the CMV test n help 
prevent a very significant infection for those patients m 
whom it could be a concern. Other Red Cross blood centers 
provide frozen, thawed and washed red cells for transfusion 
to patients needing to avoid CMV. This technique removes 
white cells from the red cell unit; since CMV is 
transmitted through white cells, this approach also 
prevents CMV infection. 



HTLV-I 



Much attention has been given in the media lately to 
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HTLV-I, This virus is m t^e sane faniily as HIV and appears 
to be transmitted in the sane manner. Ir.div^j' \ls infected 
with KTLV-I may develop a fulninant type of leukemia (adult 
T-cell leukemia - ATL) or a disorder of their central 
nervous system that results in loss of muscle control 
(tropical spastic paraparesis - TSP) after a latent period 
of years or decades. HTLV-I is very rare in '•h^- country 
but IS more prevalent m southern Japan and certain parts 
of the Caribbean. 

The Red Cross has recognized the potential for harm to 
recipients that this virus may pose and is taking steps to 
interdict any spread of the virus. Japanese studies have 
indicated that HTLV-I may be transmitted through blood 
transfusion, but, to date, no cases of ATL or TSP have been 
linked to blood transfusion. A large study conducted by the 
Red Cross, soon to be published in a scientific journal, 
has led us to the conclusion that it would be prudent to 
test blood donations for past exposure to this virus. 
Implementation of tescing will require FDA licensing of a 
reproducible test that detects antibodies to HTLV-I. The 
Red Cross has pledged its assistance to the FDA m 
gathering samples needed to investigate manufacturers' 
tests submitted for licensure. 

The Red Cross stresses that these actions are being 
taken in advance of knowledge of any transfusion 
transmitted clinical disease in order to prevent HTLV-I from 
being transmitted to recipients c' blood transfusions. 



Special Measures - Plasma Derivatives 

Special viral mactivation procedures can be utilized to 
prevent or greatly reduce the likelihood of transmissioT of 
viruses through plasma derivatives. Plasma derivatives are bio- 
logical products derived from blood that are concentrated forms 
of one or a group of specialized proteins normally found in 
plasma. For example, albumin can be separated from plasma and 
used to treat patients needing expansion of their blood volume. 
Because albumin can be treated at 60C for 10 hours, no viruses 
are transmitted through it. Similar techniques have been applied 
more recently to other products to reduce their potential mfec- 
tivity . 

Heat has been used to inactivate HIV m antihemopnilic 
factor concentrates used to treat hemophiliacs. Although heating 
lyophilized (final product) derivatives is not able to inactivate 
hepatitis B and NANB viruses while retaining potency of the final 
product, newer methods of viral mactivation apj^ar to be more 
successful in eliminating these viral threats. Heating the pro- 
duct while it IS still m a liquid state (before lyophilization) 
and treatment of the derivative product with an extractable 
chemical solvent that removes th i lipid coat from viruses appear 
to be effective forms of preventing transmission of not only HIV 
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but also heoatitis 3 and NANB. Purification techniques, -til 12 1-^ 
isonoclcnal antibodies, also appear to produce protein derivatives 
with greatly reduced potential for viral mfect.vity, potent. hi 
that can be reduced further through use of viral inactivation 
procedures. 



Research and Developnent 

The American Red Cross is actively involved in several 
research projects to maintain and advance the current level of 
blood supply safety and to develop means of inactivating or 
removing vi'-uses from l.quid blood products as they have been 
inactivated in several plasma derivatives. 

The Red Cross has several research projects underway 
assigned to enhance the safety of the blood supply through better 
understanding of donors. A surveillance system has been 
established to detect new potential threats to the blood supply 
through new viruses appearing in donors. The Red Cross is also 
sharing information with the Centers for Disease Control in order 
to better understand infectious disease risks m the population. 

A major thrust of research and development for the Red Cross 
is in the field of viral depletion and inactivation in liquid 
blood products. Inasmuch as cellular blood products, such a«? 
units of red cells or platelets, contain living cells, these 
blood products cannot be tieated in the same manner as protein 
derivaiwes in order to inactivate any viruses they might con- 
tain. The Red Cross has initiated multiple projects to develop 
means to augment the sc lening and testing detailed above with 
another line of defens>:' to maintain the safety of the blood 
supply. 



Promotion of Transfusion Altornatives 

Although many steps and procedures have been added to make 
the blood supply safe, any set of safeguards is not foolproof. 
Physicians and patients should understand that, although the 
blood supply is safe, it is not perfect. Therefore, the /o^erican 
Red Cross is actively engaged in promoting alternatives to stan- 
dard forms of transfusion therapy in order to minimize any risk 
to patients who might be in need of a transfusion. 

Physician Education 

Specialists in transfusion medicine cite data indicating 
that transfusions have been prescribed in inappropriate circum- ^ 
stances in the past. The American Red Cross is using its regional 
medicdl staff, its researchers and its public position to impress 
upon physicians that transfusions sho^ad be given only when 
necessary to achieve specific, requ: ' clinical outcomes, w ,m a 
transfusion is necessary, the Red Cr, takes the position t^ t 
all alternatives should be considerec, beginning with t.ie safest 



7 




272 



product or treatner.t ir crcler 
Prograirs have been irplerer.ted 
ensure that these alterr.at ivos 
patients. 

Avi^p;ogpus 7?ar^.tjs,i^ 



to iraxinre patient safety, 
m Ked Cress blood centers to 
are ava.laole to ph/sicians and 



Most in:pcrrapt ansong these alternatives is autologous trans- 
fusion, the patient being his own donor. The Red Cross has 
revised its programs for pre-operative autologous donation to 
increase accessibility to the service. The volume of units 
donated for autologous use has tripled in the last year, and it 
IS anticipated that withm the next 18 nonths, at least ten 
percent of blood collected by the American Red Cross will be 
autologous in origin. 

In addition to learning more about the needs of patients and 
physicians and ensuring that pre-operative autologous donation 
prograns are available to meet those needs, the American Red 
Cross has begun provision of intra-operative blood salvage 
services. Intra-operative blood salvage allows the recovery, 
purification and reinfusion of blood shed into an operative' 
wound, thus reiucing the need for transfusion using blood from 
donors. This :.ervice requires a trained staff and sophisticated 
equipment beyond the resources of most small and medium-sized 
hospitals. By offering this service on a regional basis, Red 
Cross blood centers can serve the needs of a community and reduce 
the transfusion requirements of surgery and trauma patients. 



Directed donations are units of blood from donors recruited 
by the patient. The concept of directed donations, that the 
patient is better able to select "safe" donors than the tradi- 
tional blood recruitment system, has not been supported by 
studies published to date. Nevertheless, the psychological bene- 
fits from having selected one's blood donors may considerable. 
Red Cross blood centers are offering this service along with 
safeguards, such as the Confidential Vnit Exclusion Procedure, 
to prevent undue coercion of donors who should not be donating 
blood. 



"Single Donor" Products 

Many blood products must be transfused m large quantities 
m order to be cl:.nically effective. For example, platelets must 
be given in a number equivalent to the amount obtainable from six 
to ten whole blood units in order to have a therapeutic effect. 
Transfusion support thus involves exposure to the blood of many 
donors. To reduce the risk of exposure to infectious agents and 
to the blood cells of donors that may incite an immune respon-.e 
that may lead to "rejection" of future transfusions, many cl.r - 
Clans now believe that it may be advantageous to use a theraprj- 
tic dosage of a blood component derived from a single donor. 
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R«d Cross blood centers are moving to provide 
increased numbers of "smcrlt donor" products, such as 
platelets. Instead of deriving the platelets fron several 
whole blood units for transfusion to a patient, a donor is 
recruited to undergo a special platelet recovery procedure 
that yields a therapeutic dose of platelets. This procedure 
requires additional time and inconvenience on the donor *s 
part and additional staff and equipment in the blood 
center, but the result is a product that may have a reduced 
potential for transmission of an infectious agent. 



The commitment of the Aiaerican Red Cross to a safe 
blood supply is demonstrated through the multifaceted 
safeguards taken in donor educ4tion, selection, and 
testing as well as through ventures in research, 
professional education and development. The Ax&erican Red 
Cross realizes that this diligence must be maintained 
through refinement of current techniques and development of 
new ones. The staff and volunteers of the the American Red 
Cross remain committed to provision of a safe and adequate blood 
supply. 
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Senator Weicker [presiding]. Next, we have Dr. June Osborn, 
Dean of the School of Public Health at the University of Michigan. 
Dr. Osborn? 

Dr Osborn. Thank you. I am very pleased to have the chance to 
speak today. 

I am a virologist and a pediatrician by background, and I am 
Dean of the School of Public Health at the University of Michigan 
and have been involved in a variety of advisory and educational 
roles with respect to the AIDS epidemic. 

Education is our only weapon in the struggle to halt the spread 
of the virus of AIDS. While drugs such as AZT provide an impor- 
tant glimmer of hope for those already infected, vaccines or cures 
are many years off, and we cannot afford to wait. But thanks to 
extraordinary scientific progress, we already know what we need to 
know in order to design educational strategies for prevention of the 
further spread of the virus of AIDS. 

If people are well-informed about the few ways in which that 
virus.can be spread, most of them need not be fearful. Those per- 
sons whose behavior might put them at risk can be alerted and can 
decide to avoid this virus through personal decisionmaking about 
private consensual behavior. That is the path to the control of the 
epidemic, and there will never be a better vaccine than that. 

However, we must act quickly to educate people at risk. The 
enemv in this war is a crafty, deadly virus, capable of staying qui- 
etly dormant, yet transmissible, for several years before AIDS de- 
velops. But it can only be spread bv sexual intercourse, by sharing 
of illicit drug injection apparatus, by injection of large amounts of 
blood, or by birth. This makes behavior change the prime focus of 
our public health strategy now that screening of the blood supply is 
in place. And we must have people's focused attention as we edu- 
cate to achieve that behavior change. 

Our educational initiative has several goals. First, we must com- 
municate convincingly to the general public about what does and 
does not cause spread of the virus of AIDS, for diffuse fear is our 
worst enemy. Unwarranted public fear is presenting serious prob- 
lenis at present, for it distorts efforts at the design of wise public 
policies. \/hat is more, personal fear is incompatible with compas- 
sion, of which we have great need in the design of such policies and 
in our societal resoonse, for the Air 5 epidemic has already com- 
piled a terrible anthology of tri'sedie*. 

In this effort we should b^ uping rU. *. ly-worded messages and de- 
ploying all available media, btrong central leadership is essential 
to the credibility of such cominunication, a\id from the eery silence 
at the very top of our national effort to date, much fear and uncer- 
tainty has flourished and festered. 

As a second educational goal, we must communicate to persons 
whose behavior may have put them at high risk. Our message to 
them must be plainly stated so that they can recognize their risk, 
and our programs must be designed to encourage them to step for- 
ward in confidential or anonymous circumstances to learn of their 
status, with counseling both to interpret antibody test results and 
to help prevent further risk behavior. 

Third, we must educate adolescents and children about the new 
virus and its ways, for the world has changed forever with the ar- 
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rival of AIDS, and it will be with us for generations to come. We 
cannot change that fact of life no matter what we do, but we can 
influence just how dominant a force it will be in the lives of our 
children's children by what we do now in the way of education for 
prevention. 

Specific persons and groups at risk require specially targeted 
messages. While general and tasteful language can accomplish the 
goals of a national educational cam^^^ign, and while monogamy or 
chastity and abstinence from substance abuse can and could be de- 
scribed as the safest and most desirable decisions to be made about 
personal behavior, that does not suffice. We have fostered the most 
strikingly pluralistic society in history, and we have fought wars in 
the name of individual worth. 

AIDS is so desperate a threat that we must not leave gaping 
holes in our defense effort by declaring certain strategies to be off 
limits, if they necessitate the acknowledgement of lifestyles and 
choices that depart from a defined norm. 

Early in the epidemic we made some mistakes in trying to com- 
municate through circumspection. For instance, we talked about 
'^intimate contact" when we meant sexual intercourse, leaving 
loving families uneasy about affectionate non-sexual contact. And 
we talked about "exchange of bodily fluids" when we meant semen 
and cervical secretions, leaving people unnecessarily frightened 
about sweaty handshakes or restaurant utensils. 

We have learned from those mistakes. We must speak in the lan- 
guages of our intended listeners if we wish to be understood. That 
means that for specific communities and subcultures, the message 
must vary and must sometimes be quite explicit. That will present 
some difficult challenges, but to do less is to condone a virtual 
death sentence for unapproved behavior. 

The Helms amendment therefore cripples our public health war 
effort in the most dangerous possible way. To take away the capac- 
ity of those on the front lines of prevention to deploy whatever tac- 
tical weapons they need is to condemn whole subsets of our society 
to a dreadful and unnecessary risk; and to forbid community orga- 
nizations even to seek alternative funding to meet their needs 
without activating Federal funding sanctions is to paralyze them in 
the midst of the battle. 

The price for such paralysis is unthinkable and will be paid by 
us all—both the direct cost of more of our citizens infected through 
lack of warning and the indirect cost inherent in the des uctive 
effect on a society that puts some of its members beyond help. 

Instead of such crippling maneuvers, it is time to embrace with 
all our energy and ingenuity the historically unique opportunity to 
interrupt a plague by education for prevention. 

Thank you. 

Senator Weicker. Dr. Osborn, thank you very much. 
First, lc;i me ask a few questions of the witness from the Red 
Cross. 

You have undoubtedly heard of proposals to criminalize the do- 
nation of blood by infected individuals. Can you tell us what effect 
tb 3 would have on our blood banking system? And here, I am not 
speaking of the person who knowingly and intentionally donates 
blood when they umlerstand their blood inay be dangerous to 
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others. I believe I can speak for all of us in saying that that is 
clearly wrong. But I am speaking of proposals that would make it a 
criminal offense to donate blood if one were infected, if one were 
homosexual, if one came from an African country, or if one had 
sexual contact with someone who was infected. What would be the 
effect of such proposals? 

Dr. AuBucHON. Blood bankers have two primary concerns. One 
is safety of the blood supply; the other is adequacy of the blood 
supply. I do not believe that such a criminalization statute would 
add in any way to the safety of the blood supply. As I detailed, we 
have a number of steps which are intended to allow individuals to 
identify themselves, to understand that they have placed them- 
.selves at risk for HIV exposure, and that they must not donate 
blood. These are effective in and of themselves. 

As a second backup, we have the HIV antibody test, which is an 
extremely sensitive test. Together, these donor education and defer- 
ral procedures and the laboratory testing procedures provide a safe 
blood supply. I do not believe that the additional motivation that 
criminalization might be intended to provide would be successful in 
having individuals at risk for HIV exposure recognize the danger 
they might pose by donating blood. 

Those individuals who are found to be HIV-positive after blood 
donation seem to have had difficulty recognizing that they placed 
themselves at risk in the first place; I do not b3lieve a criminal 
statute would fidd anything to that. 

The second concern of a blood banker is adequacy of the blood 
supply. Our donors are volunteer donors. They are motivated out of 
altruistic concerns for their community. If they had hanging over 
their heads a concern that if they were found HIV-positive through 
means that they would not have any way of recognizing ahead of 
time, and if they had concerns that, were they found to be HIV- 
positive, they might be facing a criminal charge, I think that would 
have a chilling effect on their willingness to roll up their sleeves 
and help their neighbors. 

Therefore, I think that such a statute might have an adverse 
effect on the adequacy of the blood supply without increasing its 
safety. 

Senator Weicker. I understand there is already a tremendous 
misunderstanding in the community about the supposed dangers of 
donating blood. Many people believe that donating blood puts you 
at risk of getting AIDS. If donating blood became a crimi*.al of- 
fense, it seems to me this would be even more damaging to our ef- 
forts to increase the blood supply. And I gather from your remarks 
here that you would agree with that statement. 

Dr. AuBucHON. I would. There have been a number of national 
studies asking just that question— what is the safet> of donating 
blood— and anywhere from 15 to 40 percent of the general popula- 
tion still believes that they can come in contact with HIV through 
donating blood. 

As you know, all of the needles that are used are used only one 
time, and they are pre-sterilized by the manufacturer, and there is 
absolutely no risk of coming down with any infectious disease from 
donating blood. 
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Nevertheless, we face an uphill recruitment battle in trying to 
educate prospective donors that donation is entirely safe. 

We have experienced this year a 2 percent decline in donations 
to the American Red Cross. This has made it a difficult job for us 
to supply an adequate blood supply at all times in all parts of the 
country, and we are working to correct that, but we have a public 
education hurdle to overcome. 

Senator Weicker. And lastly, in reference to those individuals 
who knowingly donate blood and bypass all the opportunities to 
protect others, understanding full well that they may be harming 
others, is it your understanding that there are already criminal 
laws in every State which would allow authorities to pursue such a 
dangerous individual? 

Dr. AuBucHON. I am not aware of all State statutes in that 
regard. Certainly, we would hope that individuals would not dis- 
play any malicious intent, and we have no evidence that any of our 
volunteer donors have displayed any malicious intent in donating 
blood. These individuals did not know they were HIV-positive when 
they came to donate. 

Senator Weicker. Senator Kennedy has informed me that this 
apparently is an area that the Judiciary Committee Chairman Sen- 
ator Biden has committed himself to exploring, so whatever holes 
there are in the l^al fabric, those will be tended to immediately. 

I have seen a whole variety of AIDS information pamphlets pub- 
lished by the American Red Cross—i.e., **AIDS and Children for 
Parents and Teachers''; '*Gay and Bisexual Men and AIDS"; '^AIDS 
m your Job"; "AIDS, Sex and You". 

How have you distribut/ d these pamphlets, and how important 
do you feel it is to target ipecific populations of children, gay and 
bisexual men, intravenous drug users, with explicit explanations of 
how the virus is transmitted and may be prevented? 

Dr. AuBucHON. The majority of educational information pro- 
duced by the American Red Cross, whether it is in the form of 
pamphlets or one of the two movies that we have made on the sub- 
ject, are distributed locally through each one of the 3,000 Red Cross 
Chapters across the country. The positioning of these pamphlets or 
fums depends on the local community and the need of the commu- 
nity. 

If one is interested in stopping any hysteria about AIDS, undue 
concern about transmission through casual contact, for example, 
distribution is then usually through channels directed at the gener- 
al population. 

In some communities, particularly those with large at-risk popu- 
lations, large groups of individuals who do engage in activities that 
may place them at high risk for HIV infection, the distribution is 
more targeted. Many of our Red Cross Chapters are active partici- 
pants in local AIDS task forces that deal with educational needs of 
specific high-risk groups. 

Senator Weicker. Dr. Osborn, I was delighted to listen to your 
testimony and specifically that portion of your testimony that deals 
with the aspect that specific communities and subcultures require 
different messages. 

Not only did I have to contend with the Helms language on the 
I'loor— and I might add, if you think what we ended up with is bad, 
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you should have seen what we started off with; and I agree both 
are bad-— but indeed, in the AIDS legislation itself, which right now 
is awaiting Floor action, there has been a reticence to in effect re- 
quire explicit education of our schoolchildren, never mind any sub- 
culture, but of our schoolchildren. 

I would like you to just spend a few minutes and reinforce your 
former remark as to how important it is that we do not indulge 
ourselves in sensitivities, if you will, which in effect could result in 
the death— needless death— of others. And I suppose what bothers 
me here, and I think people have got to be made to understand 
this, is that there is no second chance. You cannot come around 
and say, "Oh, gosh, I wish I had this." If we could gradually edu- 
cate, that would be a wonderful thing, I am sure you would agree. 
But there is no such thing as a gradual education here. It seems to 
me it is either a total education or indeed, you run the risk of need- 
less death. 

I would like you to comment upon that. 

Dr. OsBoRN. I am pleased to have the opportunity to comment, 
and parenthetically, comment about my admiration for your cour- 
age with respect to the Helms amendment because these are very 
difficult things to deal with. 

I find it easiest myself to get revved up about adolescents and 
children, and perhaps for the moment it is wise to focus on that in 
the context of the second chance, because much of the restrictive 
kinds of thinking that have dominated thus far in a rjelative non- 
response to the epidemic are in regard to established lifestyles, es- 
tablished groups within society, or at least perceived groups within 
society. And I think perhaps one of the fundamental definitions of 
adolescence is experimentation. There are many, many adolescents 
who have an experience or a few experiences en route to choosing 
a lifestyle that may be exemplary and may be indeed what others 
would like them to choose, but along the w^y have taken, charac- 
teristically some chances — perhaps even someone in this room has 
as an adolescent— and survived to tell about it or, more commonly, 
not to tell about it, later. 

I think that now it is terribly important for parents to recognize 
and for adolescents themselves to recognize tlmt this is a uifferent 
kind of risk, as you say; that, for instance, the kid who goes and 
spends a weekend in Manhattan somehow and gets into the envi- 
rons of somebody who is shooting up drugs, that did not normally 
condemn that kid to a life of drug abuse. That was an experiment 
that might be survived. But at the moment, the chances of that 
youngster sharing injection apparatus with an infected individual 
are better than (50 percent. 

We have laws in the Manhattan area that make il impossible to 
get injection apparatus. I do not say that a kid should be able to 
get it, but I say that we have got a reality situation now that com- 
mands that we be very clear in our language. We are not talking 
about things that we characteristically giggled about, about gonor- 
rhea, or something you can fix with penicillin. 

And as somebody put it to me who is in the mid-path, this is like 
playing a game of Russian roulette that you lose, but it takes eight 
or sometimes ten years for the bullet to hit. So that people in fact 
can have gone through the maturation and become adults with a 
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lifestyle and a trained talent and creativity that is terribly valua- 
ble and in fact precious to society, and then discover that in fact 
their earlier behavior had condemned them. 

So the urgency of need for this kind of education is difficult to 
overstate for adolescents and for children. For targeted education 
for risk groups, I find astonishing the extent, the virulence, of ho- 
mophobia and of some of the other hatreds that are coming to the 
fore in our discussions about AIDS. People may or may not ap- 
prove, but do they really want to give a death sentence? Because 
that is what we are talking about now. If we do not educate people 
to the risk of becoming infected through certain defined, definable, 
and preventable behavior patterns, we are in fact passively allow- 
ing them to drive themselves over a very long cliff, as it were, with 
an awfully delayed outcome. 

Any way you look at it, the cost to society is intolerable; the cost 
in terms of talented and trained individuals is intolerable. Now I 
think we are beginning to have a very common story of people who 
had engaged in lifestyles that some would not approve of and decid- 
ed three or four years ago that they should not do that, that there 
was something dangerous, and then changed; many people adopted, 
for instance, a pattern of chastity or very strict monogamy and yet 
discovered they had been caught three or four years ago. 

We are going to see tragedies that would make Aeschylus turn 
pale in the next few years and we are not going to be influencing 
much about what happens to those other than through compassion- 
ate care, which we must attend to. Our preventive efforts are for 
five and more years from now, and that is what adds to the sense 
of urgency; that what we do now is even worse political trouble 
than the language, because what we do now will not pay off in the 
next few years; it will pay off beyond that. And that is what I 
mean by saying it is our children's children and the extent to 
which their lives are dominated by this new human plague that we 
have to work at now. And that makes it, I guess, the worst possible 
problem for public policy, because the effectiveness of what we 
want to do is so delayed. 

I should say, however, that we can already see glimmerings of 
the wectiveness of health education in some of the established on- 
going studies of people who are in so-called high-risk groups. And 
there has been an absolutely dramatic downturn in the acquisition 
of infection in groups that have been organized but have been 
giving self-education at the community-based level; virtually no 
new sero-conversions in one group that has been followed longitudi- 
nally in San Francisco in the past year, whereas several percent a 
year sero-conversions, that is, acquisition of infection, in that group 
was observed some years back. 

There is a certain habitual discouragement about health educa- 
tion, which I am happy to say seems not to pertain. We have really 
got a terrifying product to sell, and it does work if we are willing to 
'^ilk about it. 

Senator Weicker. Senator Pell? 

Senator Pell. Thank you. I have just one question. 

Dr. AuBuchon, what percentage of blood that is used in hospitals 
in America is contributed by the Red Cross, and what percentage if 
purchased commercially? 
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Dr. AuBucHON. About half of the blood that is used in this coun- 
try is collected by the American Red Cross. The remaining portion 
is collected by community blood banks and hospitals. Almost all of 
the blood that is transfused in this country, 99 percent or greater, 
comes from volunteer donors. A very small portion, as I said, 
around one percent or less, comes from donors who are paid any- 
thing, paid money, for their donation. 

The plasma derivatives industry does use paid donors. That is a 
different situation than what we are talking about here. 

Senator Pell. Are the tests applied to the paid donors, too, or 
can they just walk off the street? 

Dr. AuBucHON. The industries that produce plasma derivatives 
from paid donors are subject to FDA regulations, and they use all 
the same tests that we do. 

Senator Pell. Thank you. 

Senator Weicker. There is a vote in process. I will have to recess 
the Committee for a few minutes until I get back. I really wish the 
entire United States Senate would have an opportunity to hear you 
people, indeed, the entire Nation. I thank you very much for your 
very valuable testimony. If there are further questions, I would 
like to submit them to you for response for the record. I thank you 
very much. 

The Committee will stand in recess. 

[Short recess.] 

Senator Weicker. The Committee will come to order. 

The next panel is here at the request of Senator Hatch. We will 
begin with Dr. Vernon Mark, Associate Professor of Surgery at 
Harvard University. He will be followed by Anthony Robertson of 
the Research Testing and Development Corporation in Lexington, 
Georgia. 

We are imminent of another vote, so I am going to get right 
down to the testimony. All the testimony in its entirety will be in- 
cluded in the record. I would suggest that you synopsize it. 

Dr. Mark, it is a pleasure to have you here, and why don't you go 
ahead and proceed with your testimony? 

STATEMENTS OF DR VERNON MARK, ASSOCIATE PROFESSOR OF 
SURGERY, HARVARD UNIVERSITY; AND ANTHONY ROBERTSON, 
RESEARCH TESTING AND DEVELOPMENT CORP., LEXINGTON, 
GA 

Dr. Mark. Thank you very much. Senator, and I thank the Com- 
mittee for allowing us to testify. 

I have some very informal remarks, and first of all I would just 
like to say that I am an Associate Professor of Surgery at Harvard 
Medical School, that I am the retired Director of Neurosurgery at 
the Boston City Hospital, that I am on the staff of the Massachu- 
setts General Hospital, and that I have been very actively involved 
for the last nine or ten years in the work of evaluating dementia. 
We have dementia clinics for the purpose of identifying the cause 
of the dementia and assessing possible treatments. 

Unfortunately, HIV not only affects the immune system, but also 
affects the brain, and in many cases produces a very rapidly-ad- 
vancing dementia. 
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I have just come from a national conference on HIV which was 
initiated by Dr. Robert Redfield, Colonel Burke of the United 
States Army, myself, other members of the staff from Harvard 
Medical School, from Duke University and the University of 
Miami. 

This was a program put on for practicing physicians and sur- 
g:eons, particularly surgeons, surgical specialists and general practi- 
tioners who are involved in invasive procedures. One of the things 
that we wanted to explore was the relationship of doctors to the 
practice of medicine in the era of AIDS when there is, for the first 
time in 50 years, an infectious disease which is potentially fatal 
which, although it is probably a very rare occurrence, can be con- 
tracted by physicians, and what our response should be and how 
we should respond to the challenge. 

We were emphasizing one very special thing, and that is we rec- 
ognize that there are conflicting agendas which all are v«ry well- 
intentioned in terms of controlling this epidemic. But tl have 
sort of a supernatant, other issues which tend to guide them. There 
is the conservative religious approach, which stresses moral values; 
the conservative approach, which is now suggesting that the AIDS 
epidemic is not as serious as we first thought, and therefore, we do 
not have to spend much money on this. There is the liberal point of 
view-, which says that we have won our sexual freedoms with great 
difficulty over the last 30 years in the sexual revolution, and we do 
want to control AIDS, but not in a way which is going to infringe 
on sexual freedoms. And then there is the homosexual approach 
which says that we have been the principal victims of this disease 
and therefore we need to have homosexual civil rights, gay rights. 

The question that we asked ourselves is, is there a purely medi- 
cal agenda. And unfortunately, the answer that we got is that we 
really do not have a medical agenda right now, and one of the rea- 
sons we do not have this— I am not talking about the development 
of new drugs or the development of vaccines. I am suggesting that 
in the area of public policy we do not have a medical agenda be- 
cause we do not have the facts to base such an agenda on. 

In order to get those facts, we have to have some idea of how 
many people are infected in the United States and how rapidly this 
infection is advancing. And tliis can be done through cross-section- 
al, anonymous testing, that is, random anonymous testing. We 
have had the ability to do this since 1985, but we have not done it 

SfrJ^^ rx ^^^^ ^^'^^^ wh®^® has been directed by the 

White House for the CDC to do this, and they now come back with 
the suggestion that they cannot do it, because they took a poll 
saying that 30 percent of people did not want to be tested. But to 
us, that meant that 70 percent, without any publicity, without any 
explanation, agreed to be tested. If they understand that this test is 
not infectious, that they are not going to be harmed by this, that it 
IS completely anonymous, and that confidentiality will be strictly 
adhered to, and that we need this desperately, to understand what 
the compelling national interest is, to find out where our money 
should be spent to try to avoid having a public health catastrophe. 

When we look at the statistics now available, which are mostly 
those people who have AIDS, you can compare us to an astronomer 
looking at a star We are looking at something that happened ten 



2Sj 



years ago, not something that is happening now. It does not make 
any sense to have statistics that are ten years old, to look at the 
end stage of a disease and not be able to have some idea as to what 
is happening right now. 

Now, there are two possible solutions to this problem in terms of 
controlling the spread of the disease. One of them, I am sure you 
must have heard already, and that is a widespread educational 
campaign involving the use of safer sex. And the other approach is 
a public health approach, which means identifying the individual 
who is infectious and counseling them so that the disease will not 
be spread to the people who are uninfected. 

But it does not make any difference which approach you use; you 
still have to have population sample statistics. How would you 
know whether your educational campaign or whether your testing 
campaign is effective unless you do repeated probes to determine 
whether the disease is not only spreading into new demographic 
areas of society, but how rapidly it is spreading. The rate of spread 
is extremely important. And unfortunately, at,ain, we do not have 
that data. 

I would like to make one other comment. I do not want to take 
the Committee's time, and perhaps you could ask me questions 
afterwards, if you like. But I would like to make one other com- 
ment, which is the comment on confidentiality. 

I am old enough so that I remember a time when medical confi- 
dentiality and doctors* confidentiality was present, that when a pa- 
tient went to a doctor, the medical information was sacred, and no 
one else got that information. Now, to most people who have third- 
party insurance, Medicare, through the Health Care Finance Ad- 
ministration, Blue Cioss/Blue Shield, Medicaid, or other private in- 
surers, there is a proviso, at least in Massachusetts, that an indi- 
vidual in order to get that treatment agrees to have all the medical 
records reviewed by the insurer. And usually that information is 
used for utilization review as a matter of economy so that the in- 
surance company, whether it is government or nongovernmental, 
can keep a close check as to whether the tests done are useful, 
whether they needed to be done, and so on, but in the meantime it 
allows that information to go in^o computer banks. And this is par- 
ticularly true with any kind of workmen's compensation insurance, 
which can get right back to employers. 

Now, whether this happens very often, I do not know. But the 
perception of the lack of confidentiality is there, and we need to do 
something; we need to have some kind of compromise so that we 
can still nave utilization review, but not, perhaps, by the insurer 
and have good medical confidentiality. It is not only important in 
this, but it is important in other aspects of medicine coming along 
the line. 

We are now getting new genetic test which might enable us to 
determine who is going to get diabetes or who is going to get Alz- 
heimer's Disease or who is going to get cancer. Now, that kind of 
information simply should not be available to anyone except the in- 
dividual concerned and his or her physician. It should not be avail- 
able to the employer, it should not be available to the government. 
And we have to do something to be absolutely certain that this con- 
fidentiality is going to be as sacred a;^ it once was. 



Now, if we can get that data, and 1 think it is attainable if we 
work together on this, then 1 think that we tan have contact trac- 
ing and reporting to State health departments—not Federal, but 
State health departments. State health departments and local 
health departments have a good record of confidentiality. They do 
not have the necessity of sharing their information with anyone, 
and they have accountability. Unfortunately, as far as confidential- 
ity IS concerned, even making laws about confidentiality are really 
not going to serve or solve the problem, because if someone has, for 
example, the HIV-positive or is positive for syphilis--and I have 
seen- that in records that I have reviewed— and that area of the 
record is blacked out or whited out or yellowed out, it really does 
not take a medical genius, or anyone nearly even medically sophis- 
ticated, to figure out what the patient has and what has happened 
to them, just by looking at the other parts of the record. 

So I would like to make a plea for that so that we can have a 
confidehlial aspect as far as the )atient's diagnosis is concerned. 
And this is extremely important for physicians, because right now, 
physicians who are taking care of patients, and particularly sur- 
geons, have to have a high level of vigilance. And if they assume 
that every patient that they operate on, that every patient that 
they do a procedure that reouires the spilling of blood or the 
taking of blood, is infected with HIV, they will have to have very 
special kinds of precautions. And at first, they will have a high 
level of vigilance. But you know, doctors are just like anyone else. 
They get complacent, they get careless. And unless we are able to 
determine when we need that vigilance, there are going to be acci- 
dents, and I am concerned about the fact that it is possible that 
what is not a problem now, because there is probably a very low 
prevalence of this disease, may turn out to be a problem in the 
future when the prevalence of this disease increases, 

I would leave my remarks, then, open to questions. 

Senator Weicker. Dr. Mark, thank you very much for your very 
perceptive remarks. I think they will be of great assistance to the 
Committee, and I thank you. I might have a question. Let me see 
how we run on the votes down on the Senate Floor. 

Our next witness is Anthony Robertson, of the Research, Testing 
and Development Corporation of Lexington, Georgia. 

Mr. Robertson. Thank you very much. Senator, and I am very 
grateful to be here and appreciate it. 

I shall be very brief, but I would like to remind the Committee of 
two or three things which I think are not given enough attention 
at the moment. 

First of all, we should remember that only two years ago. we 
were really very optimistic. We felt that this was a disease that 
would not strike more than a few unfortunate people, and we felt 
that those who were infected with the virus had a very low risk of 
developing AIDS. And I think, although of course, we will not 
know the full answer until the end of the epidemic, I think most of 
us would agree, and certainly most medical people and scientists 
working on the disease would agree now that infection with the 
virus is very likely to be life-threatening, that at least 50 percent of 
those infected, and more likely 90 percent, will die within ten or 
twelve years. 
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This is a very rapid change. We were too optimistic to start with 

Two issues which I think are not addressed enough 

Senator Weicker. I have got to alert you, that was the bell for a 
vote, so if you could try to compact your testimony into five min- 
utes, I would appreciate it. 
Mr. Robertson. I shall do so, ^ • r 

One issue which is not addressed much is that of secondary mfec- 
tion. For the first time since good records have been kept, and cer- 
tainly, for the first time since the Second World War, we are get- 
ting increased prevalences of tuberculosis and of syphilis. Interest- 
ingly, the syphilis is occurring not in people with AIDS so much, 
but in heterosexually active people. In people with AIDS, there is 
also an increased prevalence of syphilis which cannot be treated by 
the conventional chemotherapy. 

This is true also of tuberculosis, which has spread to people not 
infected with the virus. And while in itself, that is not very danger- 
ous, I think we must face the fact that we will get epidemics of dis- 
eases that have been under control. 

There are many viral infections such as cytomegalo virus, which 
we will expect to see increasing in prevalence amongst those who 
are susceptible, such as pregnant women and young children, but 
who are not infected with the HIV virus. I think not enough atten- 
tion has been given to the problem in the future of spcondaiy infec- 
tion. 

The other aspect is numbers and data. We need raw data very 
badly. It is possible at the moment for rational people to argye 
about whether a quarter of a million or 2.5 million people are in- 
fected with the virus. This should not be the case. It would be very 
simple to get the statistics that we need to know what the current 
prevalence of the disease is and what the annual incidence is. Rela- 
tively small samples of 50,000 or 100,000 taken at relatively fre- 
quent intervals would allow us to know this. 

Such testing can be quite anonymous; there are many ways of 
doing it, and I think it is extremely important to get these data so 
that we know the scope of the problpm, so that we know where to 
put our resources, and so that we know how effective the actions 
that we are taking now have been and will be in the future. 

Dr. Mark has reminded me that one of the issues with testing is 
that we must also have national standardization of the testing lab- 
oratories. It is possible to get very low false positive rates and very 
high specificity, as the Army experience has shown us. Clearly, 
with such a devastating disease, the accuracy of the test is vital. 

Since it is possible to achieve a false positive rate of something 
like one in 100,000 or better, we must standardize testing laborato- 
ries throughout the country so that all achieve this level of testing. 

Thank you. 

Senator Weicker. Thank you very much, Mr. Robertson. 

Just a couple of questions. First of all, given limited resources— 
anc there are limited resources— I am not even satisfied that we 
are ?oing to be able to meet the requirements of research and/or 
edm ation in this year's budget— where do you feel the importance 
lies insofar as testing is concerned? 

Now, the difficulty I have with many of the proposals that nave 
come to the Senate Floor is, number one, obviously, the cost, but 
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number two, invariably, the groups that are proposed to be tested 
are groups where there is low risk, and I really do not know what 
is to be derived of benefit from that kind of expenditure of funds. I 
would like you to address th .»se two problems. 

Mr. Robertson. I think that is a very important issue. Of course, 
we do not really know the prevalence of the virus in any group, 
and we do not want to create a self-fulfilling prophecy for ourselves 
by not testing those 

Senator Weicker. Well, I would suspect, for example—and I am 
only a layman— that persons going for a marriage license, probably 
that group— assuming the fact we are not going to be able to test 
everybody, and believe me when I say we are not; the money is not 
there to do it— I would assume that the benefit of that group being 
tested is going to be rather small. I would just guess that those who 
are going in for a marriage license probably have, for the most 
part, engaged in sexual practices which do not put them in the 
high risk category— that is not to say there are not those who obvi- 
ously test positive. But it seems jo me that given limited resources, 
again, we are not going ahead and placing the testing where it be- 
long3. That is what bothers me. 

Dr. Mark? 

Dr. Mark. If I could respond to that, again, I would like to get 
back to population sample statistics, because there are tremendous 
variations in the statistics we have seen, even in marriage license 
applicants. In some cities in California, for example, they have had 
an unusual incidence; in others, practically none. 

I think we not only have to look at demographic groups, we also 
have to look at geography. There are some areas of the country, 
particularly the megalopolis from Boston to Richmond and then 
down to Miami, in which there is a substantial problem, and also 
on the West Coast; there are peaks in various other parts of the 
country. There are large areas like the Northwest in which there is 
practically no prevalence right now, and to do testing there does 
not make any sense. 

But the issue is really what is the compelling national interest. If 
we find, by doing population sample statistics, for example, that 
this disease is restricted to high-risk groups, there isn't any reason 
to do all of this testing then. But if we find that, by repeated test- 
ing, that it is going into various parts of the general population, 
then we have to put our resources where the tests indicate we 
should. But we cannot do it blindly; that is really our point in 
doing these sample statistics. 

Furthermore, if in fact these tests show that there is a great 
danger, that some of these people who are looking at the figures 
are quite concerned about this, then it is going to come back to you 
gentlemen. If we have got a national emergency on our hands, just 
like the war, we are going to have to tighten our belts, pay more 
taxes, or do whatever we have to do to survive. 

Senator Weicker. So you do not doubt that we have a health 
emergency on our hands right now, do you? 

Dr. Mark. We do. But the magnitude of it is the thing that we do 
not know. 

Mr. Robertson. Or, we do not know how rapidly it is growing. 
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Dr. Mark. No. That is another thing. I mean, we have estimates. 
We had biostatisticians from the Harvard School of Public Health, 
and we had epidemiologists from other parts of the country, and 
estimates varied as widely as between 400,000 being infected and 
over 2 million. Now, these are the top researchers in the country as 
far as statistics are concerned. Now, that is not because any of 
these people's models are bad. It is not because they are not doing 
good work. It is simply that models alone without data do not ful- 
fill the requirements. It is a desperate situation that we need the 
sample statistics. It is not going to be that expensive in terms of all 
that we are talking about. And then we can appropriate money 
reasonably instead of without any knowledge. 

I agree with you, though, that there is no sense in putting money 
into testing where the patients are not— but how can we find this 
out unless we do the sample statistics? 

Senator W£ICKer. Let me say this to you. Dr. Mark, and Mr. 
Robertson, that I do not disagree with the testimony that you are 
presenting. But I think if you were in my shoes on the Floor of the 
United States Senate, you would probably find that the testing ar- 
gument is being used to substitute for concentrating on research 
and education. In other words, it is being thrown out there, not in 
the sense that you are throwing— you are throwing it out there as 
a man of medicine who needs these statistics— and I have no dis- 
pute with that; I am not going to say you are wrong at all, and I do 
not think you are wrong; I know you are not wrong— but to try to 
deflect interest away from these other two areas. That is what 
bothers me. It is not the fact that you do not deserve your statis- 
tics; you do, and they should be accurate. There is no question 
about that. 

Mr. Robertson. I think we both agree with you. It is wrong to 
deflect money from education, and it is wrong to deflect money 
from research, and there are limited resources. 

I think also it is very important to remember that as for other 
viral diseases, we are probably not going to get a chemical cure, 
and we are almost certainly not going to get a vaccine. So the re- 
search, while important and vital, is not going to lead to quick so- 
lutions to the problem. The time course of the kind of research we 
are talking about is years, or perhaps decades, rather than a year 
or two. So we cannot wait. And that again re-emphasizes the value 
of rather cheap data. I mean, we know from the Army experience 
that testing, random sampling, is not expensive. 

Dr. Mark. There is one very important public health speculation 
I would like to share with you, and that is that it might be possible 
with some of the newer drugs coming out, even with people who 
are infected, to cut down their infectiousness so that they are not a 
public health problem. It is the way the Army tried to deal finally, 
after their educational programs failed in World War II, with gon- 
orrhea, by giving their troops prophylactic oral sulfathiazole. And 
it may be possible, now that we are getting a handle on viremia, on 
the actual amount of virus in the blood or semen— and we know 
that that is not constant; people are not continuously infectious, as 
we thought— it may be possible to f nd something which will, with 
checking, keep people*s virus down so that they are not such a 
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public health menace. And this may be another way, a more effec- 
tive way, of stopping the spread of the disease. 

Senator Weicker. I want to thank both of you for your testimo- 
ny. We have one more witness, and I want to be sure that witness 
has a chance to speak. But I want to thank you for contributing to 
the debate or discussion in a medical sense, in a scientific sense. 
None of us can be the losers for that, and I mean that; even though 
you present different points of view, I am delighted to hear them, 
and I think you have made a very positive contribution toward the 
deliberations of this Committee, and I want to thank you. 

Dr. Mark. Thank you very much for having us. 

Mr. Robertson. Thank you. Senator. 

Senator Weicker. Thank you. 

Our last witness is Dr. Gloria Rodriguez, AIDS Outreach Coordi- 
nator, of the New Jersey Department of Health. 

Dr. Rodriguez, again, I am afraid I have got the constraints of 
this vote, which is going to end in about 15 minutes, so if you could 
please restrict yourself to about five to ten minutes, I would appre- 
ciate it. It is nice to have you here. 

STATEMENT OF DR. GLORIA RODRIGUEZ, AIDS OUTREACH 
COORDINATOR. DEPARTMENT OF HEALTH, NEWARK, NJ 

Dr. Rodriguez. I would like to thank the Committee for having 
one of the front-line workers, and I am able to speak on their 
behalf. 

My name is Gloria Rodriguez. I am a public health consultant for 
the New Jersey State Department of Health, Division of Narcotics 
and Drug Abuse Control, the AIDS Program. 

I have been in public health since 1975 as a medical social 
worker, working with minority and disadvantaged populations, in- 
cluding adolescents, adults and intravenous drug users. But since 
1982, I have devoted my time to counseling and educating literally 
hundreds of individuals at risk for AIDS. 

Acquired Immune Deficiency Syndrome is the number one public 
health problem in the Nation today, and as of November 1, over 
42,000 Am ericans and over 2,700 New Jerseyans have been diag- 
nosed with AIDS. Many more thousands are estimated as being in- 
fected with the human immunodeficiency virus. 

In the absence of a vaccine or treatment, effective public infor- 
mation and educational efforts are our only means of combatting 
this deadly virus. 

We are here supporting that any Federal funds appropriated for 
AIDS public health information and educational campaigns be allo- 
cated without any restrictions placed on them. 

The key points I wish to make in support of this are the follow- 
ing. 

We must not let our own values, attitudes and beliefs dictate 
sound public health practice. We must remember that AIDS is 
caused bv a virus and not a lifestyle. The parameters of public 
health education and informational messages really should be left 
to the experts in the field. 

We must not limit the scope of our educational messages by 
erecting additional barriers to the AIDS public health educational 
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efforts. What I mean by ''additional barriers" is that public health 
educators such as myself, when we try to do the education, and we 
try to give the educational messages, are confronted by already ex- 
isting barriers such as community resistance, denial, low a>yare- 
ness from other groups regarding the issue of AIDS, distrust within 
our own communities, language and cultural differences, and in 
many cases illiteracy. 

So, by imposing additional barriers and constraints on the mes- 
sages that we give, we are really making this an impossible task to 
do. 

Also, any limitations imposed on sound alternative prevention 
messages besides abstinence will severely impede the effective 
arrest of the virus. ^ ^ , ^ , 

For examples like that, when I am in the front line, and I have a 
client coming in to me for advice and xounseling, if that client is 
an adult who is already engaged in sexual activity or drug-using 
behavior, ''Just say no" is not going to suffice. And if I have infor- 
mation that will prevent this person from becoming infected or in- 
fecting other people, then as a public health official, I have a re- 
sponsibility to provide that information to this individual. 

Again, we must target the education and informational messages 
to specific populations, or else we will in effect be party to the 
propagation of this virus, which is clearly in contradiction to the 
mandates given to public health officials. 

In closing, I would like to state that my goal in educating and 
counseling my clients has always been to make them aware of the 
potential choices that they have to provide varying levels of protec- 
tion against the AIDS virus, to encourage them to seek the safest 
one, and to instill in them a sense of personal responsibility for 
their health and the health of others. A policy restricting these 
messages would be limited and short-sighted and would severely 
impact my ability and the ability of other public health educators 
to effectively contribute to halt the spread of this virus. ^ 

The public has a right to this information. They are putting their 
trust in us. If we fail them, many American lives will be lost un- 
necessarily, and ultimately, we will fail ourselves. 

Thank you. 

Senator Weicker. Dr. Rodriguez, thank you very much. 

It has been recently reported that I.V. drug users now constitute 
the majority of AIDS cases reported in New York City, and I imag- 
ine it probably would not vary too much in New Jersey; and 
indeed, a similar report was nade in my own home State of Con- 
necticut. 

Dr. Rodriguez. Right. 

Senator Weicker. What recommendations do you have for edu- 
cating a population that seems to be continuing to spread the AIDS 
virus, and what can we do to prevent the further spread the 
virus? 

More particularly, I notice there have been proposals about issu- 
ing free needles, et cetera. I would just like to get your viewpoint 
on this aspect of the problem. 

Dr. Rodriguez. Basically, the policy of our State and public 
health policy, sound public health policy, would be to encourage in- 
dividuals who are actively using drugs to stop and seek treatment. 
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Obviously, that would be the first message, loud and clear, that 
should be given. 

In other States and other cities, we have some knowledge that 
informational messages stating for individuals to clean their nee- 
dles or their sets; some data coming out of San Francisco indicate 
that addicts have been able to utilize this information to their ad- 
vantage. It is sketchy. 

We have some data from The Netherlands indicating that there 
might be some measure of results i^i providing free needles. 

Obviously, we feel that to stop drug usage would be the best; to 
expand the drug treatment capabilities of States so addicts can 
come in to treatment would be the most adequate thing we can do 
for them. 

The more addicts share and the more addicts use drugs, the least 
likely they are to engage in safer behavior by not sharing needles 
and by sterilizing them using bleach. Obviously, in the meantime— 
and this is what sometimes we tell addicts— in the meantime, until 
they gf . to treatment, these are the other alternative things they 
can do in order to prevent getting infected. 

But ultimately, our goal is to get addicts to stop using drugs. 

Senator Weicker. Thank you very, very much for your testimo- 
ny. Thank you for taking the time to be with us. 

Dr. Rodriguez. Thank you. 

Senator Weicker. The Committee will stand in adjournment. 
Thank you very much. 
[Whereupon, at 12:50 p.m., the Committee was adjourned.] 



O 



